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ABSTRACT 
This thesis is a qualitative study of the lived experiences of individuals who 
have suffered a devastating health event related to illness or injury. Data were 
collected from interviews with twenty-seven participants who had experienced 
ill health or injury to determine the means by which they endured their 
experiences. The methodology used was grounded theory, a type of 
interpretative research, which has its origins in symbolic interactionism. 
Symbolic interactionism and hence grounded theory as a research 
methodology seeks to determine how the interaction between individual and 
various ·facets of society develops the meaning of those facets for the 
individual. This methodology also seeks to determine how those meanings 
change over time. The facets of society that are relevant to these participants 
are their illnesses or injuries and their interactions with other individuals 
around them. · According to the methods of grounded theory, constant 
comparison was used to develop categories and data collection was guided 
by theoretical sampling. A core category emerged entitled limiting the 
boundaries of suffering. This category was the central means by which the 
participants were able to preserve themselves, which was the basic social 
problem faced by these individuals, and in order to continue with their lives 
despite their misfortunes. Findings suggest that the process is complex and 
multifaceted. The experience cannot be allotted into strict stages but has 
flexible phases with turning points. Comparison with existing theories 
suggests that the appraisal process of coping theory, although recognising 
others as a resource, needs to account for the interactive elements between 
the afflicted individual and others and the extent to which the afflicted 
individual forces himlherselves to accommodate the needs of others to 
maintain support. Identification of facets of illness and injury from the 
sufferer's perspective that were most unbearable is an important guide to 
nursing practice. Comparing the findings to coping and other relevant theories 
such as social comparison theory, theory of selective evaluation and attribution 
theory provides a basis for suggesting some implications of this study for 
ii 
nursing practice. 
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CHAPTER ONE 
INTRODUCTION 
1.0 Introduction 
This thesis is a qualitative study of the experiences of individuals who have 
suffered a devastating health event related to illness or injury. The study 
examines descriptions of several individuals' lived experiences with an illness 
or injury from the time of diagnosis. These descriptions include explanations 
about the difficulties experienced and how these difficulties were endured. 
The study also examines the term "bearing it" to determine if the term has any 
conceptual clarity for nursing practice. From the data collected a model 
explaining this process was developed. As a grounded theory methodology 
was used, comparisons were then made with existing literature that describes 
the processes involved in managing illness and injury. Finally, the implications 
of bearing illness or injury, as they relate to nursing education and nursing 
practice, are discussed. 
1.1 Significance of this study 
Individuals who have suffered a devastating health event experience many 
problems and are subjected to significant life changes. Not only can there be 
major physical difficulties to overcome in meeting the basic requirements of 
daily living, but many social and psychological disruptions may also occur. 
Social roles relating to significant others, occupation, and recreation may alter 
dramatically, leaving the individual with major adjustments to make. Emotions 
such as fear, anxiety, anger, powerlessness and guilt can increase the 
suffering in a situation that is difficult to endure. The complex requirements 
of managing these illnesses or injuries are further magnified when individuals 
have limited social and/or financial resources. Nurses frequently care for 
clients in these situations and, thus, require an in-depth understanding of the 
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difficulties that are involved in bearing these experiences. 
Throughout the illness experience, nurses play a major role. They provide 
care during the acute care phase of illness, during rehabilitation and in the 
home setting. Clients and their significant others frequently depend upon 
nurses to be sources of support, comfort, and advice as well as providers of 
physical care. Although this support is usually available, clients sometimes 
feel their perspectives are not accounted for in the care that they receive nor 
are their sufferings fully recognised. Seeking descriptions of the experiences 
of individuals who have endured and are enduring devastating situations 
provided a picture of this experience. Enhancing nurses' understandings of 
the client's needs facilitates and improves nursing care. As a result, the 
client's well-being is increased. 
As nursing is a developing discipline, theory development is important. At 
times nursing, like any developing discipline, has borrowed theories from other 
disciplines without close examination of their applicability and appropriateness. 
To be applicable to nursing, phenomena need to be studied in a manner 
appropriate to the discipline (Johnson, 1968). Without appropriate 
examination, theories may be used that are inadequate to describe and 
explain phenomena that affect clients. Borrowed theory does not always 
provide appropriate direction for nursing interventions that would assist the 
client (Orem, 1980); thus, the basis for practice will not be adequate if it is 
based upon theories that are not specifically relevant to that particular practice. 
The need for theory development in nursing has been espoused by several 
authors (Dickoff, James & Wiedenbach, 1968; Johnson, 1968; Nursing 
Theories Conference Group, 1973; Chinn & Jacobs, 1983; Nyamathi, 1989). 
Improvements in practice-based theory have marked importance for the 
practice of nursing and the education of practitioners. If a discipline 
undertakes research into concerns that effect its practice then the knowledge 
of that discipline is strengthened because the discipline has become reflective 
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upon issues that affect its practitioners. The significance of this study is that 
examination of issues which affect practice will enhance development of 
nursing's knowledge base and facilitate its development as a discipline. 
Individuals who live with devastating illnesses and injuries have a wealth of 
experience in "bearing" their circumstances. Uncovering these experiences will 
facilitate communication between clients and nurses and thereby enhance 
nursing practice. 
1.2 Background of the study 
While studying a unit in qualitative research one of the questions that was 
addressed in class was "How do people who have suffered and are continuing 
to suffer illness and injuries manage to bear their circumstances?" The class 
was required to read a book entitled First you cry, by an accomplished 
journalist and author, Betty Rollin (1976). The book describes her experience 
of suffering breast cancer, a mastectomy and her recovery. Despite having 
many personal and financial resources, Rollin outlined how the experience 
was difficult for her to bear. The following example illustrates her usage of the 
term, "bearing it" as she describes her post surgical recovery: 
What do you do when you can't bear it? There is only one thing 
to do: Bear it. Later, some people, some women, would ask me, 
How could you bear it? Answer: You bear it because what else 
are you going to do? What are the alternatives. Not to bear it. 
What does that mean? You bear it because not to bear it is to 
crack or to kill yourself. One can't choose to crack-you do or you 
don't - so that is not an alternative. To kill yourself is but who 
would be crazy enough to do that? (Rollin, 1976, p. 11 0). 
"Bearing it" is a term commonly used in everyday language as follows: "to grin 
and bear it", "I can hardly bear it", "at times it is unbearable". People who 
must endure a difficult situation often comment: "this is something that I must 
bear," and "I can't bear it!" The term "bearing it" is commonly used in relation 
to bearing the pain of childbirth, chronic pain, disfiguring injuries or burns, 
crippling spinal cord injuries, the fear surrounding cancer and the agony of 
awaiting results of diagnostic procedures. Significant others also must bear 
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feelings of powerlessness to affect the circumstances of their loved ones who 
suffer pain, deterioration, loss of function and the uncertainty that frequently 
accompanies illness and injury. 
Dictionary definitions of the term bearing include: endurance, patience under 
affliction, the act of carrying or supporting, supporting or withstanding a weight 
or strain sustain, support, endure, tolerate reconcile oneself to, bring oneself 
to do something, keep one's spirits or courage up (The Oxford English 
Dictionary, 1961 ). Synonyms of the word bear are to endure, suffer, abide, 
and tolerate; thus, it would seem to suffer an illness or injury involves many 
of the processes described in the dictionary that have come to have a 
particular meaning in our language. 
Although commonly used to refer to the process of enduring situations that 
sufferers are powerless to change, there are limited references to the term 
"bearing it" in the scientific literature. Hinton (1978) identifies five major 
sources of stress related to cancer that sufferers must bear. These are pain, 
disfigurement, loss of role function, dependency and alienation. However, the 
discussion of these concepts is superficial and does not emphasise the 
complexities of the situation. 
At the preliminary stage of researching the concept of bearing illness and 
injury, the concepts of coping and adaptation appeared to be referred to most 
frequently. Of the two concepts, coping seemed to be most closely related to 
the concept of bearing it and a significant amount of research has been 
undertaken on this topic. The majority of the literature review therefore 
concentrates on coping research. However, the concept of adaptation was 
examined also, but not in as much detail because adaptation is considered to 
be an outcome of coping. The literature suggests overlap, duplication and 
lack of clarity amongst the existing concepts. 
The remainder of this chapter examines these concepts with the intention of 
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demonstrating the complexities involved in understanding how individuals 
manage devastating illness or injury. The preliminary literature review provided 
the foundation of understanding upon which the study was built. In keeping to 
the methodology of grounded theory, the preliminary literature review is brief 
to avoid placing rigid interpretations from the literature on the data. 
1.3 Coping research 
Coping research has concentrated on two principal approaches: to examine 
coping as a process and to examine coping as personality traits (Lazarus, 
1993). Coping as a process suggests that strategies and approaches vary 
according to the circumstances and the temporal aspects. Studying coping 
through researching personality traits or characteristics, investigates aspects 
of personality such as locus of control, self-esteem and hardiness (Rotter, 
1966; Kobasa, 1979). These traits generally are stable and persist throughout 
different circumstances and at different times. 
According to Lazarus (1993) both approaches are complex and each has very 
definite limitations. For example, studying coping traits is inadequate to 
explain the complex relationship between the individual and the environment 
when the individual is confronted with the many types of stressors involved in 
a difficult situation. To assess the effects of various personality traits on 
coping, repeated measures of these traits under different circumstances are 
necessary to determine the stability of these personality characteristics. This 
approach is not usually undertaken because, since the 1970s, primarily due 
to the work of Lazarus and Folkman (1984), coping research has tended to 
concentrate upon the process approach. A limitation of the process approach 
is the difficulty in considering the whole person, the context in which he/she 
functions, and the beliefs, goals, life plans and social associations that impact 
on the individual's coping efforts (Lazarus, 1993, p. 243). Lowery, Jacobsen 
and McCauley (1987) suggest that when doing coping research, it is important 
to state the theoretical perspective; specifically, is coping a process or is it 
mediated by personality variables such as trait anxiety? 
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1.3.1 Coping theory 
When considering coping as a process, Lazarus and Folkman's (1984) 
transactional theory of coping is the most commonly used. The term 
transaction suggests that individuals constantly interact with their 
environment. Many nursing studies of illness and injury have utilised this 
coping theory as a theoretical model (McNett, 1987; LaMontagne & Pawlak, 
1990; Mahon, Cella & Donovan, 1990; Kuiper & Nyamathi, 1991; Nieves, 
Charter & Aspinall, 1991; Bennett, 1992; Redeker, 1992; Burke & Flaherty, 
1993). According to this theory, when an individual encounters a situation 
that is stressful, a primary appraisal process occurs during which a decision 
is made regarding the degree of threat, harm or challenge involved in the 
situation. Following primary appraisal secondary appraisal occurs. This 
means that the individual makes an assessment about the resources available 
to manage this stressor. Following secondary appraisal, re-appraisal occurs 
which considers the individual's ability to manage the stressor in light of the 
available resources. The appraisal process, which is a cognitive mediating 
process, is a central issue in coping theory (Lazarus & Folkman, 1984; 
Vitaliano, DeWolfe, Maiuro, Russo & Katon, 1990). Appraisal means that it 
is not the magnitude of the stressor but the individual's assessment of the 
degree of threat, harm or challenge inherent in that stressor that affects the 
individual. As an illustration, what is stressful to one individual may not be 
stressful to another. Although described as a linear sequence, these 
processes may occur in a non-sequential manner with the results of one 
process evoking a preceding process (Carver, Scheier & Weintraub, 1989). 
For example, if an individual appraises the available resources to manage a 
stressor as adequate, he/she may not perceive the situation to be as 
threatening as was originally thought. 
Although the majority of studies use Lazarus and Folkman's (1984) model, 
other studies have utilised other coping models. One example is Lazarus and 
Launier's ( 1978) bidimensional model of coping behaviour which acknowledges 
the complexity of the interaction between the individual and the environment 
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(Nieves et al., 1991 ). A second example is Moos and Schaefer's (1986) 
Model of Understanding Life Crises and Transition which outlines the five 
major adaptive tasks in responding to a crisis (Oleson & Shadick, 1993). 
1.3.2 Coping strategies 
According to Lazarus and Folkman (1984) following the appraisal process, the 
individual undertakes coping strategies to lessen the distress arising out of the 
situation. These strategies are undertaken to modify or eliminate the stressor 
that produces the stress. Coping strategies are commonly divided into two 
main types, namely problem-focused strategies and emotion-focused 
strategies (Folkman & Lazarus, 1988). Problem-focused strategies involve 
actively doing something to solve a problem by working on either changing the 
environment or changing oneself. Emotion-focused strategies involve 
changing one's reaction to the environment, or changing the meaning of the 
event so that it is not perceived as stressful (Lazarus & Folkman, 1984; 
Lazarus, 1993). 
Researchers (Pearlin & Schooler, 1978; Jalowiec, 1979, 1988) have identified 
other types of coping. Pearlin and Schooler (1978) have described cognitive 
coping, which is to control the meaning of the situation before a stress reaction 
occurs. As an illustration, adjusting one's thinking to selectively ignore the 
unpleasant aspects and concentrate on the positive aspects of a situation will 
reduce the distress by changing the meaning of the stressor. Cognitive control 
can be used when others actions are unsuccessful in relieving a problem. 
Jalowiec (1988) identified the following three major ways of coping: confrontive 
coping, emotive coping and palliative coping. Confrontive coping bears some 
similarity to problem-focused coping; emotive coping provides emotional 
release but also contains some avoidance strategies; palliative coping means 
to alter the perceptions of the problem so that the individual is able to manage 
the stress. Palliative coping is similar to Pearlin and Schooler's (1978) 
concept of cognitive coping. It is apparent that attempts to differentiate coping 
into types have meant problems of overlap, duplication and lack of clarity. 
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In addition to identifying the major types of coping, coping researchers have 
attempted to classify the major types of coping into secondary types or 
strategies (Pearlin & Schooler, 1978; Folkman & Lazarus, 1988). For 
example, problem-focused strategies include learning new skills, confronting 
the situation, planned problem-solving and talking the problem through with 
others. Emotion-focused coping includes emotional release such as crying, 
working off anger, distancing, escape-avoidance, self-control, positive re-
appraisal and talking about the situation. Some strategies such as seeking 
social support and talking about the situation have both a problem-focus and 
an emotional-focus (Pearlin & Schooler, 1978; Lazarus & Folkman, 1984; 
Folkman & Lazarus, 1988). 
It has been generally considered that using problem-focused coping strategies 
results in less distress and has been regarded as a superior method of 
managing stressful situations. Using primarily emotion-focused strategies has 
generally meant poorer adjustment and more distress. Recently Lazarus 
(1993) has extended this thinking to indicate that in situations where active 
problem-solving is not possible, then emotion-focused strategies would be 
most appropriate and effective. He concludes by suggesting that identifying 
an optimal way of coping may not be possible, as coping depends upon the 
situation and upon individual variables. These individual variables are internal 
factors and external factors. Internal factors include personal characteristics 
such as values, commitments, goals, beliefs about oneself and the world, faith 
in God, and the awareness of personal resources including finances, social 
and problem-solving skills and health status. External factors are the type of 
threat, its duration, ambiguity and the amount and type of social support that 
is available to assist the individual (Lazarus & Folkman, 1984, p. 179; Folkman 
& Lazarus, 1988, p. 310). 
Carver et al. (1989) have noted that to divide coping into the two major types 
of strategies, problem-focused and emotion-focused strategies, over-simplifies 
a complex situation. Various coping strategies may have quite separate 
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implications for the individual's ability to cope and therefore should be studied 
separately. It has also been identified that individuals use many approaches 
and a variety of strategies in managing stressors associated with illness and 
injury (Downe-Wamboldt, 1991; Kuiper & Nyamathi, 1991; Dunkel-Schetter, 
Feinstein, Taylor & Falke, 1992). Coping strategies also change over time and 
in response to many different situations. As the concept of coping is complex 
and has many conceptual and definitional problems (Nyamathi, 1989; 
McHaffie, 1992), examination of coping should include consideration of a 
multitude of factors that can influence the use of coping strategies. 
1.3.3 Coping definitions 
Various attempts have been made to define and measure coping, but at 
present researchers do not agree either about the definition of coping or the 
means of measuring it. Various definitions of coping include "constantly 
changing cognitive and behavioural efforts to manage specific external and /or 
internal demands that are appraised as taxing or exceeding the resources of 
the person" (Lazarus & Folkman, 1984, p. 141 ), "what one does about a 
perceived problem in order to bring about relief, reward, quiescence or 
equilibrium" (Weisman, 1979, p. 27), and "any response to external life strains 
that serves to prevent, avoid, or control emotional distress" (Pearlin & 
Schooler, 1978, p. 3). These definitions suggest that coping means deliberate 
efforts to adjust to a stressful situation but the unconscious efforts to manage 
a situation are not accounted for in these definitions of coping (Short & Hess, 
1983). 
An important issue in clarifying coping is the difference between process and 
outcome. Lazarus (1993) suggests that coping processes used should be 
studied separately from outcomes achieved, that is, efforts to cope may be 
different from the results obtained. The popular conceptualisation of coping 
as meaning successful adaptational outcomes suggests that some coping 
strategies are good and others are bad. As Lazarus and Folkman (1984, p. 
133) state: "When efficacy is implied by coping and inefficacy by defence, 
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there is an inevitable confounding between the process of coping and the 
outcome of coping". According to Lazarus (1993) individuals are often judged 
either to be coping or not coping. This is problematic because outcomes 
achieved may not reflect the efforts undertaken by the individual. In general, 
there appears to be less acceptance of not coping, particularly when emotional 
expression is used. However, it is recognised that one can cope at one point 
in time but not at another. The fact that coping is an ongoing process has 
been identified, but what is meant by the process is not clear. What is agreed 
is that studying coping is complex and multifaceted because coping is 
considered to be a construct which has several underlying dimensions (Rohde, 
Lewinsohn, Tilson & Seeley, 1990). 
1.3.4 Coping instruments 
Several instruments have been developed to measure coping. As examples, 
these include: Ways of Coping Questionnaire, which is the most frequently 
used of all the coping instruments, (WCQ, Lazarus & Folkman, 1984, p. 156); 
the multidimensional coping inventory (COPE, Carver et al., 1989); Jalowiec 
Coping Scale (Jalowiec, 1979, 1988); and the Billings and Moos Coping 
Responses Scale (CRS; Moos, Cronkite, Billings & Finney, 1984) to name a 
few. Some of the instruments, for example (WCQ, CRS, COPE) were 
developed by determining how normal individuals managed stress; the 
populations used were well persons who lived and functioned in the 
community. As examples, Pearlin and Schooler (1978) studied the structure 
of coping used by persons, aged eighteen to sixty-five who, for the most part, 
were employed. Their study examined the coping responses that were used 
to manage four roles: social, marital, parental, and occupational. The Ways 
of Coping Checklist (WCC), which was modified to become the WCQ, was 
originally developed on a community sample of 100 persons (Folkman & 
Lazarus, 1980). It was revised in 1985 to become the WCQ by testing it on 
a group of college students (Folkman & Lazarus, 1985) was subsequently 
tested on eighty-five married couples and finally published in 1988 as the 
Ways of Coping Questionnaire (WCQ; Folkman & Lazarus, 1988). 
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Instruments that are designed to measure coping strategies in well populations 
may not yield valid measures of coping strategies that are used when health 
is compromised, primarily because the items may be inappropriate. One of 
the major differences between well persons and those with illness or injury is 
the ability to access and utilise resources, both personal and social, that will 
enable management of the illness and its associated distress. Frequently 
during illness and injury, accessibly and availability of resources is a problem. 
Instruments that assume the same options are open to all persons may not 
yield valid measures and as a result some instruments may contain 
inappropriate items or even inapplicable items which can affect the results 
achieved. As an illustration, even strategies such as talking to someone to 
relieve distress may not be a possibility for someone with limited social 
contacts, therefore this strategy would have limitations as an indicator of 
coping. 
To address this issue some coping instruments have developed variations 
which make them more applicable to illness and injury. The frequently used 
WOC/WCQ instrument was modified to become the WOC-CA by adding 
indicators relating to fear, uncertainty, limitations in physical ability and 
appearance, pain and problems with relationships. These adaptations make 
the instrument more appropriate for use in cancer patients (Dunkel-Schetter 
et al., 1992). McNett (1987) made adaptations in the WOC to determine the 
coping effectiveness of spinal cord injured clients. The CRS was extended by 
using a depressed population (Billings & Moos, 1984). The Jalowiec Coping 
Scale differs from many commonly used coping instruments because it was 
developed with a focus on the experience of illness. Jalowiec's original scale 
was later extended by using a population of clients with various illnesses, 
nurses, families of patients and graduate students (Jalowiec, 1988). 
Jafowiec's Coping Scale has been used in several studies (Sutton & Murphy, 
1989; Kuiper & Nyamathi, 1991; Scherck, 1992; Halstead & Fernsler, 1994) 
and is the most frequently used coping instrument in the nursing literature 
(Jalowiec, 1993). 
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1.3.5 Summary of coping research 
1.3.5.1 Critiques of work on coping 
Despite the numerous attempts to study coping, there are several criticisms 
which have been made about the methods used and the outcomes achieved. 
Tunks and Bellissimo (1988, p. 171) comment that coping is useful in clinical 
situations but state that the "concept has significant limitations of theoretical, 
semantic, and scientific nature". Breznitz ( 1986) argues that the notion of 
coping strategies implies that deliberate and conscious planning processes are 
used, whereas in stressful circumstances an individual's response may have 
both conscious and unconscious components and automatic as well as 
deliberate aspects. Furthermore, the automatic and unconscious responses 
are not accounted for within the definitions that are commonly used in 
research. The term "effort" has been criticised for not being oriented to 
achieving outcomes. Persons are considered to be coping if behavioural or 
cognitive actions are undertaken, results do not have to be achieved (Johnson 
& Laver, 1989; Tunks & Bellissimo, 1988). According to Lazarus (1993) there 
is a need to recognise that the different strategies listed within each of the two 
principal types of coping, problem-focused and emotion-focused coping are 
dissimilar activities and may have quite different implications. As a result they 
should be studied separately and not as part of the same instrument as is 
commonly done (Short & Hess, 1983; Carver et al., 1989; Lazarus, 1993). 
Carver et al. (1989, p. 268) state: 
some emotion-focused responses involve denial, others involve 
positive reinterpretation of events, and still others involve the 
seeking out of social support. These responses are very 
different from each other and they may have very different 
implications for a person's success in coping. 
The psychometric properties of various coping instruments have been 
criticised (Endler & Parker, 1990), specifically for issues relating to validity and 
reliability (Mayou, 1984; Tunks & Bellissimo, 1988; Rohde et al., 1990). The 
lack of consensus about the dimensions of coping has limited the ability to 
measure these dimensions (Dunkel-Schetter et al., 1992, p. 80). The widely 
used woe instrument has been specifically criticised for lack of clarity and 
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ambiguity of items (Dunkel-Schetter et al., 1992; Parker, Endler & Bagby, 
1993}, and for incompleteness and lack of theoretical base (Carver et al., 
1993). Coping is a variable process and coping efforts change with the 
circumstances so that coping represents the use of various strategies at 
different times and different strategies are appropriate for different 
circumstances. Most illness represents considerable change; thus, many 
different coping strategies are used at different times, so that an instrument 
that captures a snapshot of an experience cannot account for all the different 
strategies that may be used over time (Lazarus, 1993). Although the same 
instrument could be used at different points in time, this is not commonly done 
possibly due to the practical and financial limitations of longitudinal studies. 
However, Carver et al.'s (1993) study of breast cancer patients did attempt to 
measure coping over a time frame and to identify which strategies were used 
more frequently at different points in time. Carver et al.'s (1993) study 
reinforced the view that coping strategies vary with time. Finally, many coping 
research instruments are self-reporting questionaries, which are limited 
because of their reliance on memory. 
As described in section 1.3.2 numerous coping strategies have been identified 
(Pearlin & Schooler, 1978; Lazarus & Folkman, 1984 Jalowiec, 1988; Carver 
et al., 1989) but the notion of attempting to compile a comprehensive list of 
coping strategies has been criticised by other researchers (Tunks & Bellissimo, 
1988; Rohde et al., 1990). Pearlin and Schooler (1978) acknowledge that 
after using extensive data gathering methods (their study was developed 
through open-ended questions that were later analysed for themes, refined 
and developed into questionnaires by factor analysis), the seventeen coping 
responses found captured only a portion of the number of ways that people 
deal with life-problems. Taxonomies of coping responses have been criticised 
for inadequacy as new categories or exceptions are always added (Tunks & 
Bellissimo, 1988; Rohde et al., 1990). As it is not possible to identify all the 
coping strategies used, qualitative approaches are valuable as these 
approaches can elicit rich data and enable participants to describe situations 
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that were particularly traumatic and the strategies that were used in these 
circumstances. 
Some of the coping strategies are now being examined in detail as coping 
research progresses. Denial is a strategy that was once believed to be 
maladaptive but now is considered to have beneficial aspects when used to 
permit time for individuals to assess their circumstances and gather their 
internal resources before struggling with a particular stressor (Handron, 1993). 
However, denial is considered an ineffective coping strategy if it prevents an 
individual from seeking help that could be beneficial. Wishful thinking falls into 
a similar category to denial as Lazarus (1993) states that wishful thinking has 
often been found to have poor adaptational outcomes. However, instead of 
labelling wishful thinking as a bad coping strategy he suggests that as long as 
it does not keep an individual from employing more productive problem-solving 
strategies, it cannot be harmful. 
It is clear from the above brief review that, despite the amount that has been 
learnt from coping research, several difficulties have been identified in defining 
coping and developing coping instruments. It is therefore understandable that 
coping research is complex and incomplete. Much still needs to be learned 
about how individuals bear their illnesses and injuries, therefore research 
approaches which seek the lived experience of affected individuals will add to 
our understanding of these complex issues. This research study 
acknowledges the importance of recognising that a multitude of factors 
influence an individual's coping strategies. Therefore it has obtained in-depth 
individual descriptions of factors associated with living with illness and injury 
and of how each individual managed and is managing the situation. 
1. 4 Adaptation 
Another concept that appears to relate to "bearing it" is adaptation. The terms 
adjustment, adaptation and coping are often used interchangeably in the 
research literature. This could be, in part, because of the confusion, as 
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discussed earlier, concerning whether coping is a process or an outcome 
(Short & Hess, 1983). This confusion detracts from the development of a clear 
understanding of these concepts. 
According to some authors (Pollock, 1986, 1993; Pollock, Christian & Sands, 
1990) adaptation to illness and injury is a complex process that involves many 
factors both internal and external and implies an ability to balance the 
requirements of a situation with the abilities of the individual to respond. Short 
and Hess (1983) consider adaptation to be an active process and one that has 
ever changing goals; these authors consider coping, defence, mastery, and 
competence as aspects of adaptation and not as separate concepts. 
According to White, Richter and Fry (1992, p. 211) "adaptation implies the 
reorganisation and acceptance of self so that life acquires a meaning and 
purpose over and above the negative effects of the illness". Adaptation is not 
readily defined and is usually considered as a multidimensional construct. 
Adaptation to illness and injury is a theme that has been studied in nursing 
primarily due to the work of Callista Roy (1984) who developed a model of 
adaptation as an attempt to expand the scientific base of nursing practice. 
Her model is based upon several theorists, one of whom is Helson (1964), 
who suggests that all disciplines develop an adaptation model suitable to their 
discipline. According to Roy (1984) being able to respond positively to a 
changing environment is known as the process of adaptation. Roy further 
states that as individuals interact with their environment, the purpose of 
nursing is to facilitate this interaction. Her model focuses on both 
physiological and psychosocial adaptation and describes the individual as 
interacting with environmental stimuli. Roy identifies that the individual 
interacts and adapts to the stimuli in four modes which are physiological, self-
concept, role function and interdependence. Within each of the four modes 
behavioural responses which are either adaptive or ineffective occur. 
Duffy (1987) is critical of the concept of adaptation because it forces the 
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individual to conform to the environment and prevailing social norms instead 
of adjustments being made in the environment to assist the individual in 
his/her struggle to adapt. She further indicates that, as adaptation is an 
expectation, it implies a final result and something that can be achieved. This 
implies that the onus is placed upon the individual to achieve that result. For 
some individuals, being able to achieve society's expectations is questionable, 
particularly if it means conforming to norms that are not appropriate for an 
individual with reduced resources. 
According to several authors (Pollock, 1986, 1993; Ell, Nishimoto, Morvay, 
Mantell & Hamovitch, 1989; White et al., 1992), many variables influence an 
individual's level of adaptation. These variables include personality traits such 
as: self-concept, locus of control, uncertainty and hardiness, emotional status, 
social support and psychological status prior to the onset of illness or injury. 
These traits have also been postulated as factors that affect coping. 
As with coping research, there are difficulties in defining and measuring 
adjustment and adaptation. Antonak and Livneh (1995) are critical of early 
attempts to develop unidimensional scales to measure adaptation to disability 
because, according to these authors, unidimensional measures reduce the 
complex issues arising out of adjusting to illness and injury to a single 
numerical score. These scales have limitations in understanding the different 
phases involved in adaptation. Psychosocial adaptation to illness is frequently 
measured using the Psychological Adjustment to Illness Survey (PAIS) 
(Derogatis, 1986). This scale has seven independent domains: health care 
orientation, vocational environment, domestic environment, sexual relationship, 
social environment and psychological distress. 
As well as the frequently used PAIS, instruments have been developed to 
measure psychosocial adaptation to specific disease conditions. These 
include the Mental Adjustment to Cancer Scale (Watson, Greer, Young, lnayat, 
Burgess & Robertson, 1988), Psychosocial Questionnaire for Spinal Cord 
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Injured Persons (Bodenhamer, Achterberg-Lawlis, Kevorkian, Belanus & 
Coffer, 1983) and the Arthritis Impact Measurement scales (Meenan, Gertman 
& Mason, 1980). Antonak and Livneh (1995) comment that these scales, 
although useful, have not had sufficient testing to establish their psychometric 
properties. However, these scales do indicate an attempt to find indicators 
that are relevant to particular disease conditions, although in contrast, several 
authors suggest that psychosocial adaptation is independent of medical 
diagnosis (Cassileth, Lusk, Strouse, Miller, Brown, Cross & Tenaglia, 1984; 
Felton, Revenson & Hinrichsen, 1984, Pollock et al., 1990; Pollack, 1993). 
According to Pollock (1993) factors that influence adaptation are individuals' 
perceptions about their disabilities and recent stressful life events more so 
than suffering from a specific disease condition. 
Researchers have used other measures such as depression, vocational 
identity, mood, life satisfaction and psychological status as indicators of 
adaptation to illness and injury (Schulz & Decker, 1985; Crisp, 1992). When 
measures of depression or mood are used to indicate adjustment then 
adaptation or adjustment is frequently considered as an absence of negative 
mood rather than the presence of a positive emotional state. Employment, 
although an important factor, cannot always be equated with adjustment. 
Therefore, these measures do not enhance the development of a clear 
definition of adaptation but do indicate the multidimensional and complex 
nature of adaptation and the difficulties involved in operationalising the 
concept. It is apparent that the concept of adaptation, like the concept of 
coping, is unclear and there is no agreement about its definition. As well, the 
nature of the never-ending suffering endured by individuals is not represented 
by measures that reduced their suffering to numbers and figures. Qualitative 
studies that describe their experiences will enhance understanding of this 
phenomenon. 
1.5 Summary of the problem 
The literature about how individuals live with devastating illnesses or injuries 
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is clearly inconclusive. Despite the extent to which coping and adaptation 
have been studied, these concepts remain unclear and there is still much to 
be learned about how individuals manage these events. There is much 
overlap, duplication and confusion about both the meaning and definition of 
these concepts. The relationship, applicability and fit of these concepts to the 
lived experience of individuals needs further exploration. Although there is a 
growing body of nursing literature that examines the individual and families 
experiences of illness and injury (Hilton, 1988; Hinds, & Martin, 1988; Marr, 
1991; Morse & Johnson, 1991; Carmack, 1992; Laskiwski & Morse, 1993; 
Bowman, 1994; King, & Jensen, 1994; Schaefer, 1995) to name a few, original 
research approaches that seek information from the individual's perspective 
add to the knowledge in this important area. Examination of the term "bearing 
it" is of value when one considers, from a nursing perspective, the suffering 
inherent in an illness experience. These experiences must be examined 
across a spectrum of conditions so that the commonalities and differences can 
be elicited. Studies are required that consider situations that are beyond the 
normal coping strategies frequently listed as most individuals adapt to their 
circumstances often with little assistance. 
1. 5.1 Statement of the problem 
The problem under consideration in this study is: how do individuals bear 
devastating illness or injury when the situation is ongoing and cure is not 
possible? What factors are particularly difficult to bear? What strategies are 
used and how do these strategies affect the individual? 
1. 5. 2 Aims of this study 
The aims of the study are to: 
i. examine the experience of "bearing it" which is frequently associated 
with intolerable life changes from illness or other devastating health 
events; 
ii. develop a model explaining the process of "bearing it"; 
iii. develop a substantive theory that describes the process of bearing 
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devastating illness and injury; and 
iv. ascertain the relationship of "bearing it" to the concept of coping or 
other relevant concepts identified in the process of inquiry. 
1. 6 Assumptions of this research 
Underpinning this research and arising out of preliminary reading are the 
following assumptions: 
i. suffering an illness or injury is a complex process that involves many 
adjustments and adaptations both for the individual and their significant 
others, 
ii. despite financial and social support from health care organisations in 
society, there is a strong expectation placed on individuals to bear or 
endure their suffering, 
iii. nurses affect and influence the ability of clients to cope with illness and 
injury, 
1. 7 Overview of the thesis 
Chapter one of this thesis has set the scene for the research which is an 
exploratory study of the experience of suffering a devastating health event 
related to illness or injury. The preliminary literature review suggests that the 
concept of bearing illness or injury has not been well described. Although as 
stated previously, there are many qualitative studies which have examined the 
experience of living with an illness or injury, in this research the researcher 
has decided to start with the coping research and move forward from there. 
Research has examined illness and injury as a stressful situation usually in 
relation to a particular disease condition and has attempted to determine 
coping strategies that are used to manage the situation. As well, attempts 
have been made to determine the relationship between personality 
characteristics and the ability to adjust or adapt to illness and injury. Many of 
these studies have involved the use of instruments and quantitative testing 
measures; therefore frequently the data that is captured reflects a snapshot 
of life rather than an understanding of the complexity involved in enduring day 
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to day existence with these conditions. Studies that focus upon the process 
involved from the individual's perspective of bearing never-ending stressful 
situations such as suffering from a debilitating or disabling illness or injury, 
enhance our understanding of the affected individual's suffering. It has been 
argued in this chapter that, as the literature on the most closely related 
concepts of coping and adaptation has limitations, a qualitative approach to 
examining the issues involved will enhance the knowledge of our discipline. 
Chapter Two describes the methodology of grounded theory that was used in 
the study. Chapter Three outlines in detail the methods used; including the 
participants selected and details of the data collection, and data analysis. 
Chapter Four describes the aspects of illness and injury that the participants 
considered to be unbearable. Chapter Five describes a trajectory of illness 
and injury that integrates the experience of the participants. Chapter Six 
describes the principal strategies that participants used and chapter seven 
details the theory of limiting the boundaries of suffering. Chapter Seven also 
compares the theory of limiting the boundaries of suffering to relevant theories 
from the literature and highlights the differences and similarities found in this 
research. Chapter Eight discusses the conclusions, implications of this study 
for nursing practice, recommendations for further research and the limitations 
of the study. 
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CHAPTER TWO 
METHODOLOGY 
2.0 Introduction 
This chapter outlines the methodology that guides the research process. The 
chapter begins with an overview of the major research traditions, and an 
outline of the theoretical perspective of symbolic interaction ism which 
underpins this study. The relationship between symbolic interactionism and 
grounded theory, which is the methodology used for this study, is then 
described. Critiques of grounded theory as a methodology are then presented 
followed by a discussion on the reliability and validity of both the data 
collection and the data analysis. The chapter concludes with a description of 
the steps in grounded theory followed in this study. 
2.1 Major research traditions 
Research has become divided at the level of epistemology into what could be 
generally described as three major research traditions: empiricist, critical and 
interpretive traditions (Lowenberg, 1993). Briefly, the empiricist tradition, 
sometimes referred to as the positivist tradition, focuses on refuting or 
extending existing theories by experimental methods. Critical research 
focuses on the means of changing structures that support various situations 
in society while the interpretive research tradition focuses on the examination 
of phenomena that are present in everyday life and of the research process 
involved in the study of these phenomena (Lowenberg, 1993). 
The aim of interpretive researchers is to develop meaningful explanations of 
social and cultural problems by studying the experience of persons in their 
everyday life and developing a theory from those experiences (Denzin, 1989). 
The theory developed is a description that accounts for these experiences and 
is relevant to the discipline that studies the experience. The task of the 
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interpretivist is complex because of the variation in human experience and the 
variation in the meanings attached to each individual experience; thus, 
interpretation of those meanings is a demanding exercise. The following 
quotation outlines the multifarious task of the interpretivist: 
Every human situation is novel, emergent, and filled with 
multiple, often conflicting, meanings and interpretations. The 
interpretivist attempts to capture the core of these meanings and 
contradictions. It is assumed that the languages of ordinary 
people can be used to explicate their experiences (Denzin, 1989, 
p. 25). 
This study of "bearing it" utilises a variety of interpretive research, that is 
grounded theory which was originally developed by Barney Glaser and Anslem 
Strauss (1967). Grounded theory is used to study a particular phenomenon 
by uncovering the experience from the perspective of the individual, then 
translating that phenomenon into a meaningful explanation. Thus, the 
explanation is grounded in the experience of the participants. Grounded 
theory has its origins in symbolic interactionism, a sociological theory which 
describes group behaviour and group interaction (Chenitz & Swanson, 1986; 
Hammersley, 1989). The term symbolic interaction ism was introduced by 
Blumer (1969) who also advocated methods of naturalistic inquiry when 
undertaking research. 
Hammersely (1989) comments that the development of naturalistic inquiry 
which occurred during the 1960s and 1970s was a reaction to the dominant 
sociological thinking of the 1940s and 1950s. At this time, the dominant 
theoretical tradition was structural functionalism which postulated that human 
behaviour was controlled by structural forces in society or was a product of 
internal drives. Symbolic interactionists viewed human interactions as 
voluntary. Advocates of symbolic interactionism argued that structural 
functionalism did not account for the ability of human beings to change 
society. Furthermore, the research techniques of the structural functionalist 
tradition, notably survey research, did not capture the most significant 
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elements of human life and therefore were not accurate in depicting social 
phenomena. Much of the earlier work on identifying and classifying coping 
strategies and the early developments on measuring adaptation would fit into 
a functionalist framework because the individual was expected to mould into 
the structures of society. In contrast, interpretive research attempts to 
determine the problems of the individual and the complexities of the 
individual's social world from the perspective of the individual. 
2.2 Key assumptions of symbolic interactionism 
Blumer (1969) developed symbolic interactionism from the ideas and works of 
three key early twentieth century figures in the Chicago School of Sociology: 
George Hubert Mead, William Thomas and Charles Cooley. Central to this 
school were ideas about how an individual interprets a given situation, and 
how this interpretation affects the actions that are taken by the individual in 
daily life. Of the three key figures, Blumer followed Mead's ideas most closely 
(Cosin & Hammersley, 1984). Mead (1934) believed that a concept of self 
develops through interactive social processes with others, and by having a 
concept of self the individual is able to develop meanings and to have 
experiences in the world. It is through social interaction that the individual 
achieves a sense of self. When an individual develops the ability to look at 
the self from the perspective of another, the individual is then able to hold a . 
concept of self. This concept of self enables the individual to interact with 
society. This ability to hold a concept of self, according to the symbolic 
interactionists, is a uniquely human feature. The assumptions of symbolic 
interactionism are appropriate for this research because the participants' 
changed health status threatened their sense of self and their ways of 
interacting with others. The research involved gaining an appreciation of the 
magnitude of these changes and of how the participants managed these 
changes.· 
According to Blumer (1969) three key premises or assumptions underpin 
symbolic interactionism. First, humans act toward things based upon the 
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meaning that these things have for them. These things compose daily life. 
Examples include: physical objects, other humans, institutions such as 
hospitals, ideals such as professionalism, and actions of others such as orders 
or requests (Blumer, 1969). Second, the meaning of such things is derived 
from the social interaction between the individual and these objects or 
persons. The actions and interactions of others help to define the person or 
object for the individual; meaning is created through the interaction, things are 
not meaningful on their own (Blumer, 1969; eosin & Hammersley, 1984; 
ehenitz & Swanson, 1986). These meanings are not consistent, as the same 
situation or person may have different meanings at different times or the same 
meaning at different times (eosin & Hammersley, 1984; ehenitz & Swanson, 
1986). Third, as circumstances or situations are interpreted by an individual, 
the meaning may be modified and/or developed. Thus, interpretation is an 
ongoing process involving modification or development of previous 
understandings so that the present situation can be understood (Blumer, 1969; 
eosin & Hammersley, 1984). This has a particular application to Lazarus and 
Folkman's (1984) transactional theory of coping because it is the individual's 
interpretation of the situation that is relevant; it is not the degree of threat that 
is important but instead how the individual views that threat. 
To clarify these three premises further, according to symbolic interactionism, 
meanings develop both from interactions with objects and through interaction 
with other people. The meaning that an event holds for an individual leads to 
action and to consequences of those actions; thus, the human being's world 
is created by acting according to his or her interpretation of the meanings 
attached to things. Woods (1992) states: "The interactionist viewpoint is that 
people act on the basis of meanings that objects have for them. They do not 
respond to an objective reality or to how others perceive it but, rather, to how 
they interpret it" (p. 351 ). Therefore, an individual responds to his/her own 
interpretations of the social world. As an example, according to an 
interactionist viewpoint, an illness situation can have different meanings for 
different individuals at different points in time or even different meanings for 
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the same individual at different points in time. The meaning will develop 
further from the individual's interactions with others and from interaction with 
things in society. 
In this study, it is recognised that for those suffering from devastating illnesses 
or injury their world has dramatically changed. Through the process of 
interaction with others who may perceive them differently, the concept of the 
self will also alter. These individuals also interact with other things in society 
such as institutions, professional values and health care systems that will 
influence them and, in turn, will be influenced by them. These interactions and 
changing perceptions will alter their own perception of themselves and of their 
illnesses or injuries. Their strategies for surviving must be modified and they 
must learn new and different ways of interacting with others and with things 
in society. As an example, emotional discharge, commonly experienced by 
individuals suffering illness or injury is not condoned by western society so 
modifications of these behaviours are necessary to preserve interaction with 
others. Interactions with health care professionals also influenced their 
management of the illness experience. 
2.2.1 Symbolic interactionism as a research methodology 
Symbolic interactionism postulates that empiricist research traditions with their 
reliance on quantitative methods, were not able to address adequately social 
phenomena. Research, according to the symbolic interactionists, that focuses 
on individual interpretation of life experiences and naturalistic methods will 
more aptly describe social reality. This digression from the established 
empiricist tradition lead to debates about the rigour of this approach and the 
value of the data obtained in being able to represent social reality. These 
debates are ongoing and have been raised both by those inside and those 
outside interactionist research (Williams, 1976; Hammersley, 1992). The 
origins of the debates among symbolic interactionist researchers arose partly 
from symbolic interactionists' attempts to follow empiricist research traditions. 
Williams (1976) suggested that the beliefs and research traditions of symbolic 
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interactionism should be sufficient guide to do research and that the 
knowledge produced through this methodology is useful in its own right and 
should not attempt to conform to the methods required for the hypothetico-
deductive approach. The hypothetico-deductive approach involves developing 
a hypothesis and testing it by using empirical data as the basis for research. 
Williams states that Blumer's model of symbolic interactionist research, which 
attempts to interpret the individual's reality, cannot start with an existing model 
and attempt to test it, but, instead, looks for the meaning of the experience for 
the individual as he/she encounters everyday life. This research on bearing 
illness and injury adheres to that approach. Consequently, a model was not 
tested but has been developed from the participants' experiences. This model 
is described in Chapter Five. 
Interpretive methodologies, including symbolic interactionism, have been 
criticised for lack of rigour in the development of theory (Hammersley, 1992). 
Denzin (1970) has attempted to outline techniques such as triangulation that 
employ multiple methods as a means of increasing the rigour of symbolic 
interactionist research. However, the requirement for triangulation has been 
criticised by Williams (1976) who indicates that attempts to give more rigorous 
formulation to the methodology of symbolic interactionism is contrary to the 
original assumptions of that approach, that are more concerned with subject 
matter than with method. Attempts to formalise rigour have also been 
criticised by Silverman ( 1985) who does not believe that interview data should 
be tested by determining what participants actually do by observations or by 
checking with others such as role partners or health professionals. According 
to Silverman, the idea of trying to present reality as though it was "accurate" 
is an attempt to apply empiricist research methods to data that is intended to 
be interpretive. Also according to Silverman (1985), the data collected is 
neither biased nor accurate but simply represents the reality of the situation 
according to the participants' perceptions. Bias and accuracy are problems 
"only in the analysis of data not in the form or content of data" (Silverman, 
1985, p. 176). 
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It is therefore assumed in this research that there is not an ultimate truth or 
correct version to what the participant is saying, instead, the participants are 
relating the story of their experiences with a particular illness or injury. Their 
stories include: how this condition impacted on their life, how they came to 
bear the situation, the changes in their social roles, and their attempts to 
achieve personal goals despite problems and limitations. The model, 
developed as a product of their interaction with the researcher, reflects the 
reality of the individuals who have experienced the phenomenon of bearing 
illness or injury. The issues of reliability and validity are important though and 
are addressed later in this chapter. Some authors (Silverman, 1985; 
Hammersley, 1992) suggest that interpretive researchers should not be 
concerned about the type of theory that is produced. The focus, according to 
these researchers, should be upon producing clear and descriptive models 
and upon ensuring that the methods of data collection and analysis are 
rigorous and carefully documented. This study accepts this view and hence 
the researcher has taken great care to explain in detail how the data was 
collected and analysed and to produce rich clear descriptions of the 
participants' experiences. 
2.2.1.1 Methods associated with symbolic interactionist research 
Naturalistic inquiry is a method which is frequently advocated for conducting 
intrepretive research. Blumers' (1969) concept of naturalistic inquiry is 
outlined by Hammersley (1989, p.156) who succinctly draws attention to the 
following features of it and contrasts these features to experimental research. 
Research is undertaken in natural settings and focuses on the meanings of 
a situation to the individual rather than studying behaviour. An inductive 
approach as opposed to a deductive approach is frequently used in 
formulating theory. Flexibility is required in data collection, and decisions 
about data collection are made during the course of the research instead of 
at the beginning. The researcher has minimal intervention, as opposed to 
maintaining control of variables. The process of social interaction is examined 
over the course of time instead of using pre-set indicators that can limit 
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individual expression. Models of the process under study are developed that 
respond to the requirements of those researched instead of testing an existing 
hypothesis. These features are also integral to grounded theory and were 
followed in this research study. 
2.2.1.2 The relationship between grounded theory and symbolic interactionism 
Grounded theory was derived from the symbolic interactionist perspective of 
human behaviour. Therefore the basic premises of symbolic interactionism 
also underpin this approach to research. The value of grounded theory is that 
it provides a systematic set of procedures to follow when developing theory 
that explains human behaviour when encountering the phenomenon studied. 
By developing grounded theory, Glaser and Strauss, in the same manner as 
Blumer in symbolic interactionist research, were attempting to address the gap 
between social theory and empirical research. These scholars were 
concerned with developing explanations and descriptions that adequately 
addressed the situations studied. Both symbolic interactionism and grounded 
theory researchers found that while theory attempts to have scope and 
significance in outlining social phenomena, empiricists require that theory be 
tested (Hammersley, 1989). It was argued by Glaser and Strauss (1967) that 
by adhering to the requirements for rigorous testing the scope and significance 
of the theory produced was limited. 
Although grounded theory is attributed to the symbolic interactionist 
perspective Hammersley (1989) notes that there are some differences in the 
underpinnings. He also indicates that grounded theory assumes a relationship 
between variables whereas symbolic interactionism assumes that human 
behaviour is creative and indeterminate. This inconsistency produces conflict 
and a lack of clarity about the methodology (Hammersely, 1992). This 
researcher accepts that the methodology may have limitations but that the 
richness of data produced adds significantly to the understanding of the 
experiences of the individuals. The attempts to find links between the 
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variables or categories in the data enables a clearer description of the 
phenomenon to be developed. 
2.3 Grounded theory as a research methodology 
As mentioned previously, Glaser and Strauss (1967) were critical of research 
that starts with an existing theory and attempts to test a portion of it through 
rigorous quantitative methods. According to these authors, rigorous testing 
prevented the development of better or improved theory because adherence 
to the rigorous testing methods was required despite whatever the data 
revealed. As a result, the data were forced to fit a theory, whereas Glaser and 
Strauss believed that by generating theory that was grounded in the data, a 
theory which would be more relevant to the social situation observed would be 
produced. 
Strauss refers to grounded theory as an approach to the development of 
theory from qualitative data. As he stated grounded theory is: 
not really a specific method or technique. Rather, it is a style of 
doing qualitative analysis that includes a number of distinct 
features, such as theoretical sampling, and certain 
methodological guidelines, such as the making of constant 
comparisons and the use of a coding paradigm to ensure 
conceptual development and density (Strauss, 1987, p. 5). 
Grounded theory is interpretive research that intends to produce a meaningful 
explanation of social and cultural problems as experienced by individuals 
(Denzin, 1989). The theory produced "accounts for a pattern of behaviour 
which is relevant and problematic for those involved" (Strauss, 1987, p. 34); 
thus, researchers must uncover the basic problem of those researched, and 
attempt to describe the means by which the problem is managed. 
Grounded theory is therefore useful when attempting to understand the 
multiple realities that are present in complex social situations. These complex 
situations cannot be accounted for by a priori design method (Lincoln & Guba, 
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1985; Strauss, 1987). For this research, then, grounded theory is an 
appropriate methodology because it seeks to examine multiple realities that 
are present in the varied and complex experiences of participants suffering a 
devastating health event. The intent of this methodology is to develop a rich 
description of that experience and from that description build an explanatory 
theory. The theory goes beyond description and attempts to generate 
constructs or concepts that are grounded in the data and clarified by 
definitions. The constructs and their links constitute the theory (Munhall, 1989) 
and therefore this research adheres to the underpinnings of grounded theory 
as there is an attempt to establish a relationship between the variables. In 
contrast, symbolic interactionism would not attempt to establish links because 
of its guiding belief that human behaviour is creative and indeterminate. 
2.3.1 Debate about the type of theory produced 
The debates surrounding symbolic interactionism as a research methodology 
are reflected in the debates about grounded theory (Williams, 1976; 
Hammersley, 1992; Woods, 1992). One debate relates to the type of theory 
produced and whether or not that theory is verifiable. Other debates focus on 
the limitations of studying individuals when the complex problems of those 
individuals are influenced by the wider society. 
A criticism about the type of theory produced has been debated by Bulmer 
(1979) who argues that the endpoint of theory development is never achieved 
in grounded theory. Glaser and Strauss (1967) suggested that category 
development ends when saturation is achieved or new data does not emerge 
through data collection. These authors argue that theory is an "ever-
developing entity, not a perfected product" (Glaser & Strauss, 1967, p. 32). 
They continue by suggesting that theory is continuously developing and is 
modifiable as new information is added. Finally, they comment that the 
advantage of a continuously developing theory is that from the rich, dense 
information, theory is developed that achieves a relevance and fit to the 
phenomenon studied and is easier to understand. 
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Grounded theory has been criticised for its focus on the individuals and their 
interpretation of everyday life. It is argued that by focusing on individual 
"processes, relationships, group life, motivation, adaptations" (Woods, 1992, 
pp. 365-366) the influences of the larger systems and forces in society such 
as inequities of power are ignored. A structural-functionalist or economic 
Marxist approach suggests that the mandates of the larger society are 
reflected in the behaviour of members of the society and even dictate the 
behaviour of members of society. However, Lindesmith, Strauss and Denzin 
(1977) argue that, as society is composed of individuals and their interactions 
with each other, it may not be possible to examine the larger society which 
includes institutions, groups and governments without noting the interactions 
of individual members. Woods concurs with this view, and argues that 
examining individual actions is important as these actions may not be as 
influenced by the larger society as one might expect. He states: "But people 
do not merely respond to imperatives in this manner: they construct a 
response, which in some respects might vary from what the wider system 
might lead us to expect" (Woods, 1992, p. 366). Therefore, in studying 
human responses to devastating illnesses and injuries, the interactions of 
those exposed to these situations enables valuable insights from the 
perspective of the individual to be uncovered and described. 
2.3.2 Debates about verification of theory 
Glaser and Strauss have also been criticised by Hammersley (1989, 1992) for 
both lack of clarity regarding whether or not grounded theory produces theory 
that can be verified and for lack of clarity regarding the means of verification. 
According to Glaser and Strauss (1967), the process of producing grounded 
theory does involve some testing, but further testing is not required unless 
particular requirements are necessary such as an evaluation program. Their 
comments about the actual means of verification, according to Hammersley 
(1989), do not follow the hypothetico-deductive method which involves large 
scale testing of the hypotheses and controlling the extraneous variables. 
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This confusion about verification is not assisted by discrepancies between 
Glaser and Strauss. In his early work Glaser states that the grounded theory 
approach was intended to generate theory, but, the coding of the data was not 
extensive enough to yield provisional tests: 
the approach presented here cannot be used for provisional 
testing as well as discovering theory, since the collected 
data ... are not coded extensively enough to yield provisional 
tests .... The data are coded only enough to generate, hence to 
suggest, theory (Glaser, 1965, p. 438). 
In their combined work, The discovery of grounded theory, Glaser and Strauss 
state that flexibility is important and that "the purpose is to generate theory, not 
to establish verification with the facts" (Glaser & Strauss, 1967, p. 48). These 
authors go on to state that when a useful and dense grounded theory is 
achieved, further testing may not be necessary as the theory may be an 
endpoint in itself. However in later writings, Strauss (1987) states that 
verification is part of the process and the grounded theory does indeed 
produce theory that is testable. Grounded theory involves "induction, 
deduction and verification" (Strauss,1987, pp. 11-12). Hammersley (1989) 
indicates that both Strauss and Glaser remain unclear about the methods of 
verification. 
In recent times, Glaser (1993) has been critical of Strauss for producing what 
he terms ''forced conceptual description". Glaser (1993) also comments that 
the criteria for well constructed grounded theory included modifiability; thus, 
as new data is presented the categories and properties should be modified to 
account for these variations. Glaser remains emphatic that grounded theory 
produces theory that is general and the concepts are not formulated 
sufficiently to be tested. He states that: 
The research product constitutes a theoretical formulation or 
integrated set of conceptual hypotheses about the substantive 
area under study. That is all. the yield is just hypotheses! 
Testing or verificational work on or with the theory is left to 
others interested in these types of research endeavour (Glaser, 
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1993, p. 16). 
In summary, in response to the debates about the rigour and the type of data 
produced by grounded theory, it is generally suggested that grounded theory, 
as in other types of interpretive research, is most appropriately used to 
develop concepts instead of testable hypotheses (Woods, 1992). Grounded 
theory does not attempt to meet the rigorous requirements of the hypothetico-
deductive approach, but the findings are intended to apply generally as well 
as in particular situations (Hammersley, 1989). This researcher accepts the 
position that the data is descriptive data and that further testing is left to 
different types of research. The aim is to produce rich "thick descriptions" 
(Geertz, 1973) of the experience that have general application but do not 
produce testable hypotheses. It is important though that the research is seen 
to be both reliable and valid but the way to test for reliability and validity is 
clearly very different in grounded theory research than in experimental 
research. 
2.4 The position of the researcher 
According to the developers of grounded theory, the researcher is the 
instrument and the theory is developed by the researcher's "intimate" 
involvement with the data (Glaser & Strauss, 1967; Glaser, 1978; Lincoln & 
Guba, 1985; Strauss, 1987). As the researcher is the instrument this is an 
application of: "symbolic interactionist principles to the research process itself' 
(Woods, 1992, p. 370). The data is a product of the interaction between the 
researcher and the participants. This interaction is possible because of the 
shared meanings of the various symbols, particularly language, used in the 
process of interaction. Historically in empirical research, the intention is for the 
researcher to be a neutral observer outside of the research process and to 
produce value free research. Generally, it is considered impossible to 
produce interpretive research that is value free, because each researcher 
brings his/her own preconceptions and interpretations to the research 
(Silverman, 1985; Denzin, 1989). Heidegger (1962) terms this the 
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"hermeneutical circle or situation" (p. 23) which means that, because of the 
intense involvement of the researcher in all aspects of the research process, 
the research becomes a product of the researcher's self. Agar (1980) 
suggests that rather than denying that research is influenced by the emotions 
and values of the researcher, these biases should be acknowledged in the 
conclusions. For this reason, Chapter Eight contains a description of how the 
research process affected the researcher and the possible impact of the 
researcher upon the conclusions. 
However, despite the acknowledged inseparability of the research produced 
and the researcher, it is important that the researcher be aware of his/her own 
effect upon the data and develop some awareness of self throughout the 
research process. A strategy for developing self-awareness of the effects of 
the researcher on the data is bracketing (Spiegelberg, 1976), and particular 
strategies used to bracket are discussed in the following section on validity. 
Bracketing means that th.e researcher should state his/her prior assumptions 
and interpretations of the phenomenon, and that throughout the research, 
meanings and values must be clarified and reflected upon because of their 
effects upon the research process (Woods, 1992). This researcher accepts 
that the data is a product of the interaction between the participants and 
herself and that a different researcher might collect different data. 
Researchers using grounded theory must attempt to take the role of the other 
and understand the meaning of the experience to the research participants 
(Chenitz & Swanson, 1986). Thus, the interpretation of the participant's 
experience of a phenomenon is vital to the researcher. In this study the 
researcher was a nurse with experience and knowledge of various aspects of 
the participant's world; thus, this understanding was enhanced. This 
researcher attempted to understand the complex lives of the participants, to 
describe their social world, and to translate it into the language of the 
discipline of nursing. This translation is intended to enhance our 
understanding of the world of those who suffer devastating illnesses and 
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injuries. This research is an application of the premises of symbolic 
interactionism which outlines that individuals act, not according to an objective 
reality, but, instead, according to their interpretation of reality. 
2.5 Reliability and validity 
Some of the criticisms surrounding qualitative research, as discussed earlier, 
are reflected in the debates surrounding reliability and validity of this type of 
research. In broad terms, validity is meant to establish that what is intended 
to be measured is measured while reliability relates to consistency of that 
measurement. Qualitative research does not have standardised tests for 
establishing reliability and validity (Miles & Huberman, 1984; Patton, 1990), 
instead there are guidelines that assist in the analysis of data. As each 
qualitative study is unique, the analytical approach will be unique and depend 
upon the researcher's creativity and judgement. However, a lack of 
standardised approaches does not mean lack of rigour, as each researcher is 
expected to monitor and record his/her procedures and data analyses as 
truthfully as possible (Patton, 1990). The terms reliability and validity are not 
always used in qualitative research but this researcher has used these terms 
to outline the measures that were used to demonstrate the credibility and 
integrity of data collection and analysis. 
2.5.1 Reliability 
Reliability in qualitative research relates to the ability to replicate the data. 
Replication in grounded theory, as with other qualitative methodologies, is an 
issue. The variation in the types of participants, the various settings and the 
interaction with the researcher, means that repeating the research would not 
be possible. Reliability, however, can be established by clear descriptions of 
the processes used to gather data and of the methods used in analysis 
(Glaser, 1978; Patton, 1990). For this study, these descriptions are detailed 
in the methods chapter, Chapter Three. Reliability can be addressed by 
determining that, if the theory produced was applied under similar situations, 
it would explain the observed phenomenon (Chenitz & Swanson, 1986) .. 
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Other measures of reliability used were to tape record the participants' 
interviews, then to transcribe and check the transcriptions against the original 
recordings. 
2.5.2 Validity 
Validity is a term with many meanings and generally relates to truth, strength 
and value (Brinberg & McGrath, 1985). Kirk and Miller (1986) discuss three 
types of validity: apparent (face) validity, instrumental (criterion) validity and 
theoretical (construct) validity. Face validity suggests, that on the surface, 
what is observed is what exists. Instrumental validity is primarily applicable 
to quantitative measures and seeks to determine the extent to which a 
measuring device captures the underlying construct. Establishing instrumental 
validity can be circular because instruments cannot measure constructs unless 
the constructs themselves are valid (Kirk & Miller, 1986). Theoretical validity 
is established if the observations do indeed indicate a construct. Without 
theoretical validity, apparent and instrumental validity are meaningless. The 
value of qualitative research is that it can be used to establish theoretical 
validity. In fact, Kirk and Miller (1986) contend that it "is difficult to determine 
theoretical validity by methods other than qualitative research" (pp. 24-25). 
Theoretical validity in qualitative research, according to these authors, is 
established by constantly checking hypotheses, drawing conclusions and 
acting upon them. Invalid interpretations become apparent in working with the 
data. 
Validity has two components, one component refers to accuracy of data 
collection and the second to accuracy of data analysis. To address the 
accuracy of the data collection for this research most participants were 
interviewed twice and some were interviewed three times. Similar comments 
were often made in subsequent interviews and participants expanded upon 
their original comments. Morse (1989) suggested that having participants view 
their transcripts enhances validity. Some participants were given copies of 
their transcripts to read and make comments. It was found also that checking 
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the developing model, by asking participants questions relating to the major 
concepts, was a helpful validity check on the accuracy of the data analysis. 
Having participants review their transcripts and the model are means of 
determining if the data accurately describes the participants' experiences. 
Lincoln and Guba (1985) discuss this procedure as a means of examining the 
multiple realities that are present in the data and in the interpretations of the 
data. Accepting that the participants' descriptions were the reality of their 
experiences and did not require cross-checking was an application of 
Silverman's (1985) and Williams' (1976) beliefs. According to these authors 
the focus in qualitative research should be on ensuring validity of data analysis 
and that the content of the data is the participant's reality. 
As discussed earlier it is impossible to separate the researcher from the 
process of research. As mentioned earlier, bracketing is a technique 
recommended to enable the researcher to consider his/her personal biases 
and the influence of those biases on the data. In an effort to develop 
awareness of self, this researcher recorded her assumptions prior to beginning 
the research and kept a reflective journal of the interview process (see 
Appendix A for an example of this). Keeping a reflective journal about the 
experience of interviewing was helpful as the researcher was able to reflect 
upon the process and be aware of how the interview influenced her thinking. 
The data from this journal was reviewed prior to subsequent interviews. 
Obtaining feedback from participants was also helpful in developing the 
researcher's sense of self as a data collector. Other strategies were careful 
reading of the transcribed interviews and listening to the tape recordings. An 
early preconception was that participants would experience difficulties in living 
with illness and traumatic injury; this was born out in the data. However, the 
researcher found that she was surprised by other data that emerged which 
was not expected. An example of this was the often reported powerful 
influence of others on the sufferer, and the efforts that individuals undertook 
to protect themselves and significant others from emotional upheaval. 
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Patton ( 1990) suggests that during the process of data analysis the researcher 
should search for alternative explanations or rival themes as a method of 
strengthening the validity of the data analysis. Alternative explanations can 
assist in ascertaining the best fit between data and analysis. In the course of 
this research several models were developed as competing explanations for 
the phenomenon under review. Examples of the developing models are 
outlined in the methods chapter and in Appendix B. This sorting, re-sorting 
and re-organising of data to establish fit enhanced the validity of the final 
model and promoted the most accurate explanation inherent in the data. Data 
were collected over a period of three years and this enabled many competing 
themes to emerge and be considered. 
Bias can be introduced if the researcher attempts to force data into categories. 
The method of constant comparison, described later in this chapter, is a 
means of ensuring that the data were not forced. The ongoing nature of the 
analysis and the re-entering of the field to collect more data over time, 
prevented premature closing, that is, closing off data collection before all of the 
categories were saturated. 
A further means of enhancing validity was having peers examine the data to 
see if the same categories and structures were identified (Morse, 1989). The 
researcher was a member of a Text Analysis Group. The group met 
approximately monthly to critique and discuss each member's work and to 
compare examples of coding and interpreting data. There were also seminars 
with fellow researchers and the researcher presented her findings at national 
and international nursing conferences and received feedback from conference 
participants. The researcher also spent three months overseas, during which 
time portions of the text were reviewed by a prominent nurse researcher 
Professor Janice Morse. 
Other indications of validity were the seeking of negative cases and theoretical 
sampling. These are described at length in Chapter Three. Negative cases 
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extend the data by testing hypotheses that emerge in the process of analysis. 
Theoretical sampling aims to sample participants that can describe the 
phenomenon under review. 
Glaser (1978) indicates that grounded theory must have fit, relevance and it 
must work. Ensuring fit means that the categories of the theory fit the data, 
relevance is achieved by allowing the core process to emerge and work 
means that the theory explains what is occurring. A grounded theory, 
according to Glaser, has a basic social problem and a basic social process. 
Briefly, the basic social problem outlines the problem to be solved and the 
basic social process explains the action that is used to solve the problem. 
2.6 Steps in grounded theory as a guide for this study 
The six steps for this study are briefly outlined below and expanded in Chapter 
Three. These steps have been complied from Glaser and Strauss (1967), 
Chenitiz and Swanson (1986) and lrurita (1991 ). The study begins with the 
development of a personal problem in the form of an open question: What 
does it mean to bear a devastating illness or injury? The intention was to 
examine this experience, guided by theoretical sampling, across a spectrum 
of illnesses and injuries. As discussed earlier, grounded theory is useful 
when the phenomenon under study is not well known. From the literature, it 
appears that the concept of "bearing it" has not been well defined and that 
existing concepts, the mostly closely aligned of which is coping, have 
significant limitations of a methodological and theoretical nature in describing 
this phenomenon. As well, open-ended exploratory methods allow new 
approaches to studying complex issues. 
The second step was to gain familiarity with the literature and the preliminary 
literature review is outlined in Chapter One. The purpose of reviewing the 
literature, at this stage, was to determine the scope and range of the literature 
that already existed. As grounded theory does not start with a theory that is 
to be tested, it is important that the literature does not colour the process of 
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inquiry. The researcher must be open to issues that participants wish to 
describe, and to information that may emerge in the process of investigation 
and not be influenced by pre-existing theoretical explanations (Strauss & 
Corbin, 1990). The preliminary literature review is outlined in Chapter One. 
The third step was to enter the field and gather data. Chapter Three 
discusses in detail the ethics and particular details of gaining entry into the 
field. Most participants were very willing to discuss their health conditions with 
the researcher and there are several possible reasons for this co-operation. 
The first possible reason is that the participants were invited to participate by 
someone whom they knew. Another possible reason was that the researcher, 
a nurse, was experienced in caring for persons with illness and disability. 
Having experience with the phenomenon under review helped the researcher 
to take the role of the other, which, as discussed earlier, is an important 
aspect of interpretive research. Finally, being involved in research affords 
participants an opportunity for social interaction and to contribute to the well-
being of others. 
The fourth step involved data gathering and data analysis which occurred 
simultaneously. Following the first interview, data analysis began by 
questioning the data and looking for relevant issues and formulating 
preliminary codes. Frequently the participant's own words were used to name 
the preliminary codes. Preliminary codes later became categories which were 
developed further through questioning of the data. Questioning helps to 
expand the categories and their properties. Two main techniques characterise 
grounded theory, namely constant comparison and theoretical sampling. 
Constant comparison is used to compare incidents with incidents, categories 
with categories, until a set of categories are produced. By this process data 
are compared between participants. When the same participant was 
interviewed more than once, comparisons were made between interviews. 
This comparison process examined the data for differences and similarities, 
and refined the data. Frequently data were found to fit more than one 
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category. Rules were developed as data were coded according to the needs 
of these categories. Hypotheses about the key issues were developed from 
the data and tested by questioning existing data and collecting further data. 
The data were sorted many times for various ways of organising the emerging 
themes. Over time, the categories became more abstract and linkages were 
formulated between categories. The development of grounded theory is a · 
multi-stage process involving data collection, data analysis and further data 
collection and analysis. Glaser and Strauss describe constant comparison as 
follows: 
Constant comparative method is concerned with generating and 
plausibly suggesting (but not provisionally testing) many 
categories, properties, and hypotheses about general problems 
(Glaser & Strauss, 1967, p. 104). 
Grounded theory requires inductive reasoning, therefore the researcher must 
be flexible regarding which groups are interviewed. The research is driven by 
what emerges in the data (Chenitz & Swanson, 1986; Hammersley, 1989). 
This method of selecting participants according to the requirements of the data 
is termed theoretical sampling. Using this sampling method, individuals are 
chosen that represent the phenomenon studied and not the population as a 
whole, as would be required in quantitative measures (Morse & Johnson, 
1991 ). Details of the process of selecting participants are outlined in Chapter 
Three. Negative cases or situations that do not fit the emerging trends were 
sought and studied (Glaser & Strauss, 1967; Taylor & Bogdan, 1984). These 
cases or situations can extend or refute the patterns in the data which then 
assist in development of the theory. As examples, the major problems of 
participants in this study were cancer and disability, but an individual with a 
skin condition was sought to extend the data as it was hypothesised that this 
would be an unbearable situation. 
Throughout the research process memos were written by the researcher. 
These memos provided a record of the researcher's thinking as well as an 
audit trail that can be used to examine the research process and are a 
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component of validity (Lincoln & Guba, 1985). The memo's differed from the 
journal because the journal's were reflections on the interview processes and 
the researcher's feelings about the interviews. 
The fifth step identifies the core category which is the major category about 
which all the other categories revolve and which explains most of the variation 
in the data (Glaser & Strauss, 1967; Chenitz & Swanson, 1986). This core 
category is the central focus of the study. In this study, the core category was 
limiting the boundaries of suffering which has three subcategories entitled: 
protecting, modifying and boosting. Additional data gathering continued until 
no new information emerged. At this point, the data were considered 
saturated (Glaser & Strauss, 1967; Taylor & Bogdan, 1984). 
The sixth step involves comparing the data to relevant theories in the field to 
determine how the findings compare with pre-existing theories. This meant 
comparing the discussion with existing theories of coping with illness and 
injury. Literature was integrated throughout the discussion of the findings in 
this study. In this way the description was strengthened and demonstrated the 
relationship between the findings and previous studies. The intent of this 
process is to indicate where the research findings vary from the established 
literature and where the findings support information that is already known. 
2. 7 Conclusion 
It is interesting to note that Glaser and Strauss became involved in teaching 
qualitative methods to doctoral nursing candidates at the University of 
California at San Francisco. Together, they developed a methodology they 
termed grounded theory because it was "grounded" in data related to the life 
experiences of the participants; thus, the data explained the phenomenon 
studied from the perspective of the individuals. Their original studies were of 
dying patients and are described in the following books: Awareness of dying 
(Glaser & Strauss, 1965) and A time for dying (Glaser & Strauss, 1968). 
There are several noted examples of nurses using grounded theory to develop 
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theoretical explanations that guide nursing practice (Benoliel, 1967; May, 1980; 
Stern, 1982; Chenitz & Swanson, 1986; Hutchinson, 1986a; Hutchinson, 
1986b; Morse & Johnson, 1991 ). 
One of the criticisms about using grounded theory to study nursing issues is 
that, as the theory produced is descriptive and not verifiable according to the 
criteria for quantitative research, it adds to the many descriptive studies in the 
field. However, as has been discussed in Chapter One, as a developing 
profession nursing has, until very recent times, tended to borrow much of its 
theory from other disciplines and attempted to integrate this theory into 
practice without adequate examination for the fit and relevance to the 
discipline of nursing (Chenitz & Swanson, 1986). It may be argued strongly 
that descriptive approaches are particularly appropriate in the early stages of 
professional development (Woods, 1992). As nursing develops its own body 
of theoretical knowledge that is well grounded in every day experiences of 
individuals with health problems, the knowledge of the profession will 
correspondingly grow. 
This chapter has discussed the importance of selecting symbolic interactionism 
as the theoretical perspective underpinning this research which seeks to 
describe the experience of suffering devasting illness and injury. Blumer's 
(1969) three assumptions are: first, humans act toward things based upon the 
meaning that these things have for them; second, the meaning of such things 
is derived from the social interaction between the individual and these objects 
or persons; third, as situations are interpreted by an individual, the meaning 
may be modified and/or developed. These assumptions provide a framework 
for the interpretation of the data and ultimately for the development of the 
theoretical description. Critiques surrounding interpretive research have been 
raised and addressed in an effort to highlight the strengths as well as the 
problems and limitations of this research methodology. 
Understanding the perspective of the affected individual and developing a 
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description of that experience is the aim of this research, therefore the 
techniques used to gather and analyse data follow the steps of grounded 
theory. These have been briefly outlined to provide a comprehensive guide 
for the methods chapter that follows. The prescribed steps facilitate data 
gathering and data analysis to ensure that the theoretical description is 
grounded in the experiences of the participants. As illness and injury 
represent many changes, preset indicators cannot capture the meanings of 
those changes to individuals. The debates surrounding the issues of reliability 
and validity in grounded theory research have been addressed to describe 
efforts undertaken by the researcher to ensure the integrity of the data and the 
resultant theoretical description. 
Obtaining rich descriptions of this experience enhances our understanding and 
helps to explain the behaviour that accompanies various facets of illness. 
Certain aspects of the experience are common but each experience is also 
different. Analysis and interpretation of these descriptions and attempts to find 
commonalities inherent in each experience leads to a description of the 
phenomenon which, in this research, is the experience of suffering devastating 
illness and injury. The following chapter carefully documents the research 
methods used in line with the methodology of grounded theory. 
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CHAPTER THREE 
METHODS 
3.0 Introduction 
As outlined in Chapters One and Two, the problem under consideration in this 
research is to describe the means by which individuals bear complex illnesses 
and injuries. The methodology of the study is grounded theory which has 
been used to uncover the central problem faced by these individuals. The aim 
of the research is to reveal a core process which explains how the individuals 
manage the central problem. A general substantive theory has been 
generated from the data which describes this process. Glaser and Strauss 
(1967) identify two types of theory: substantive and formal. A formal theory 
is developed from a conceptual area of sociological inquiry, for example, 
deviant behaviour, whereas a substantive theory explains a particular 
phenomenon. In this research the particular phenomenon described is how 
individuals with illness and injury bear their circumstances. 
This chapter describes the methods used in the complex process of data 
collection and data analysis as these are concurrent processes in developing 
grounded theory. Analysis of the data aimed to find a core process that the 
other categories, developed in the process of analysis, related to and 
explained the central theme of the research. This involved collecting data 
from participants with a variety of illnesses and injuries and seeking the 
common problem that these individuals faced and the means by which they 
managed it. 
In this chapter, the sources ofdata, the methods of collection and the methods 
of data analysis are detailed. Describing this process is very involved because 
d_ata collection and data analysis are concurrent in grounded theory. The 
participants are introduced and a brief explanation is given for selecting each 
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group of participants. The interview process is outlined. The development of 
the model is described; this includes descriptions of the revisions to the model 
so that the researcher's thinking can be followed. The procedure for 
identifying the core process is also described. 
3.1 Data Sources 
There were several data sources. These were: tape-recorded interviews, 
books, television and radio programs of persons with illness and injury; and 
the researcher's journal and theoretical memos. The primary data sources 
were forty-eight tape recorded interviews with 27 participants (Table 3.1 gives 
a profile of the participants according to their medical condition). To preserve 
anonymity, pseudonyms have been assigned to each of the participants and 
used to enhance the personal nature of the participants' quotes. 
Secondary sources were also used, including books written by persons who 
had suffered similar life events. As examples: Rollin (1976, 1985) who 
suffered from breast cancer and had a mastectomy; Murphy (1990) who 
suffered from amyltrophic lateral sclerosis; Creaturo ( 1991) who suffered from 
ovarian cancer; Frank (1991) who suffered testicular cancer and a myocardial 
infarction; and Noell (1992) who was a quadriplegic as a result of a diving 
accident, were also incorporated into the data. Their experiences contributed 
to the researcher's understanding of the experience. There were also many 
informal participants as data were gathered by the researcher in an ongoing 
manner as she was in contact with clients, student nurses and registered 
nurses. These secondary and informal sources were used as background 
information rather than as direct quotes except for statements from Rollin 
(1985), Frank (1991) and Noell (1992). These authors' descriptions of their 
ordeals were used because their examples most clearly depicted the particular 
situation that the researcher wished to illustrate. 
A journal was kept, by the researcher, which contained reflections about the 
interviews. The journal was helpful in pondering over the interviews as well 
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as the process of data analysis and, as outlined in Chapter Two, was a 
method of enhancing the reliability and validity of the data. Reflecting upon 
the interviews helped to modify the researcher's interviewing technique. Taylor 
and Bogdan (1984) discuss the notion of critical self-reflection. As outlined in 
Chapter Two, in grounded theory as in other methods of interpretive inquiry, 
the researcher is an integral part of the research. A researcher cannot be 
separated from the world in which he/she is a part but reflection is an aid to 
examining one's assumptions about oneself and the influence of self on the 
research process (Minichiello, Aroni, Timewell & Alexander, 1995). See 
Appendix A for an illustration of the researcher's journal. 
Throughout the research process, theoretical memos were written. These 
memos served as a record of ideas that emerged from the data, and helped 
to clarify the researcher's thinking. The memos suggested ideas for further 
development of the models and ideas for additional persons to be interviewed. 
Ideas from the literature were recorded also. The memos became part of the 
data and assisted in the development of the theory (Glaser & Strauss, 1967; 
Corbin, 1986b). Memos also served as an audit trail of the researcher's 
thinking. 
The following is an example of an early memo: 
July 1992 
The participant with Multiple Sclerosis described that having the 
information that she had multiple sclerosis and understanding 
about the disease condition and its implications did not mean that 
she saw herself as a person with Multiple Sclerosis. She 
describes that she could have given anyone any amount of 
information about the disease but she did not "deal with it in any 
other form" .... this suggests to me that there is a process going on. 
One must come to terms with the condition, being able to state 
factual information is not indicative that one has encountered the 
reality of the condition. 
This later memo indicates the data is becoming organised and the principal 
strategies are emerging. 
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November 1993 
During this analysis it became apparent that people compared 
themselves to others and everyone during the course of the 
interview seemed to talk about someone else who either had a 
similar condition, or who was not managing illness successfully. I 
wonder to what extent this is helpful to the individuals, it must be 
important because it has emerged in every interview, even from 
the most profoundly disabled person. 
3.2 The Sample 
3.2.1 Initial Sample Selection 
Because the spectrum of persons who have suffered catastrophic illness or 
injury is broad, it was decided to use an opportunistic sampling method (Agar, 
1980) to select the initial participants. This involved purposefully seeking 
participants who met the following criteria: they had to bear difficult 
circumstances related to a health problem; they had to speak English fluently; 
and they had to be willing to discuss their situation with the researcher. This 
type of sample selection enabled the researcher to find participants who were 
able to describe the phenomenon under review. The data analysis began 
after the first interviews with these participants and selection of other 
participants was guided by theorectical sampling (Glaser, 1978), that is, 
sampling to meet the needs of the data. 
3.2.2 Profile of Participants 
A total number of 27 participants was interviewed for this research. Each 
participant is outlined in Table 3.1, grouped according to their medical 
condition. Their ages ranged from eighteen to seventy-five years and both 
males and females were interviewed. Only one of the participants, Harold, 
was an inpatient when he was interviewed, but all of the participants had been 
hospitalised at some stage of the illness or injury. Five of the participants 
were receiving home (domiciliary) nursing care to meet their physical needs. 
Of the participants, eighteen were married, four were divorced and five were 
single. Many of the participants lived with their spouses. However, three 
participants lived with a parent or parents, one lived with his nephew and three 
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participants lived alone. Nineteen participants had children; most of the 
children were teenagers or were living away from home. Two participants had 
young children. Although nine participants were employed, the majority were 
unable to work because of their health conditions. Many were upset because 
they could not work and would seek work if employment, compatible with their 
health condition, could be found. One participant was a full-time student. 
Three participants were retired and three were very active in volunteer 
organisations. Education levels varied considerably, as one participant had left 
school at the age of fifteen and one participant had a doctoral degree. There 
was considerable variation in occupation as there were several professional 
persons, and there were three persons who had never been employed. The 
data were collected in Canada, Australia and the United States. The 
researcher's circumstances required her to be in those locations during the 
process of data analysis. When the demands of the data analysis required 
additional participants to be interviewed, these were guided by theoretical 
sampling. 
3.2.3 Description of rationale for selection of the sample 
Using the concepts of theoretical sampling and constant comparison outlined 
in Chapter Two, the following section introduces each of the participants and 
briefly describes the rationale for their selection. This section also outlines the 
principal themes that emerged from the interviews so that the rationale for 
theoretical sampling can be followed. For ease of referral, Table 3.1 outlines 
the participants by their medical conditions; to preserve their anonymity limited 
details are presented. Because some of the participants had more than one 
medical condition, the summation of Table 3.1 is greater than the number of 
participants interviewed. 
Table 3.2 groups the participants according to the rationale for their selection 
which was guided by theoretical sampling. Table 3.3 illustrates the major 
issues that emerged from each group. The first five participants (Group 1) 
were selected by opportunistic sampling so that the researcher could 
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determine some of the major themes involved in bearing illness and injury. Of 
these initial participants, one, Margaret had suffered a progressively 
debilitating neurological condition, Multiple Sclerosis (MS), for several years. 
She was disabled and was mobile only by using a wheelchair. Two of the 
participants, George and Sarah had tentative diagnoses of cancer which were 
eventually found to be benign. Marge had an actual diagnosis of cancer, and 
Joan had suffered from a major burn. Following each interview the tape 
recordings were transcribed, then coded by the methods described in the data 
management section of this chapter. The issues that emerged from these and 
other interviews are discussed following Tables 3.1, 3.2 and 3.3, to illustrate 
the processes of constant comparison and theoretical sampling that were used 
in the collection and analysis of data. 
Table 3.1 Profile of the participants 
3 Margaret, Harry, Esme M ultipleSclerosis//MuscularDystrophy 
2 George, Sarah Query Cancer 
6 Marge, Gladys, Edith, Elsie, Breast Cancer 
Ruth, Maria 
3 Fred, Rose, John Other cancers 
1 Joan Burn 
5 Joe, Arthur, Pete, Mark, Dick Spinal Cord Injury 
2 Mary, Susan Chronic Pain 
2 Kate, Sally Chronic Fatigue 
2 Lois, Ralph Skin Condition 
2 Edith, Gladys Cancer & Disability 
1 Harold Heart Disease 
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Table 3.2 Participants by interview group 
1 Margaret, George, Marge, Sarah, Joan Orginal participants 
2 Joe Negative case, to extend the 
data 
3 Gladys, Harry, Esme, Fred, Arthur, Dick Extend the data 
4 Ralph, Lois, Harold Negative cases. Conditions 
other than severe disability or 
cancer 
5 Susan, Mary, Kate, Sally Invisible conditions with 
limited public support 
6 Rose, Elsie, Edith To test the developing model 
7 Pete, Ruth, John, Mark, Maria Saturate the categories 
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U1 
Tal.ie 3.3 lrmrview ~ by issues that errerged 
Gr<q~1 Gr<q~2 Gr<q~3 
Role of farrily Not irrportant Both irrportant & 
not irrportant 
Reactions of lrrportant lrrportant 
others - role of health - role of health 
professionals professionals 
Preparing Not irrportant, 
discontinued 
~ring self to lrrportant 
others 
Fadng reality 
Being positive 
Making sense 
Gr<q~4 
Not irrportant 
lrrportant 
lrrportant 
lrrportant 
lrrportant 
lrrportant 
Physical 
appearance 
Learning about 
condition 
Gr<q~5 Gr<q~6 Gr<q~7 
lrrportant lrrportant lrrportant 
lrrportant lrrportant lrrportant 
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lrrportant lrrportant lrrportant 
Not irrportant lrrportant lrrportant 
Visible and Not irrportant lrrportant 
invisible conditions, 
.. 
later reactions in 
others 
lrrportant lrrportant lrrportant 
Three significant issues that emerged from the first five interviews were 
developed from analysis of the participants' spontaneous comments. These 
issues were first, the important role that family played in enabling the 
participants to bear their illness and injury. Second, the sufferers were 
affected by the manner in which other people reacted to them. Third, planning 
and preparing oneself for the possibility of death was an issue if one faced a 
possible diagnosis of cancer. Each of these three issues is considered in 
detail in the following section. 
Family was important as these participants indicated, because they provide 
support and motivation to continue on with one's life as this quotation 
suggests: 
I was pretty blatantly aware that I didn't have an overwhelming 
choice in the matter. It was something that was there, and the 
only kind of choice that I had was how I was going to live with 
it and I used my children; my family's need for a mother and a 
parent--that I had taken that on as an obligation when I had 
them and I didn't feel that any of this was a good enough reason 
to remove myself from that responsibility. So, I felt that for 
them, I had to find a way to manage and that I had to find a way 
to continue on. And that was something that I think really kept 
me going during some of the rough spots (Margaret). 
However, aspects relating to family support are complex. Although 
participants valued support and were very grateful for the availability of 
support, care had to be taken not to destroy this support by overstressing their 
families. Participants also indicated that they protected their families from 
knowing the depth of their emotional pain. These quotations describe these 
efforts and are indicative of issues that emerged early in the research study: 
You bear it for the sake of the people around you. {umm}1 
Disguise what you truly feel initially (Marge). 
Notations such as this denote the researcher's comment, as discussed in Chapter Three, 
Section 3.3.2. 
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As the father of the family, I tried to quell it in others and 
persuade them that there was nothing to worry about. So I was 
trying to cope with my own anxiety and be the good leader as it 
were, and keep the troops under control as well - not be the one 
to jump out of the life boat first or whatever image came to my 
mind. That's the way I thought about it (George). 
As a further illustration of the importance of family, during the most acute 
phase of Joan's illness when she was barely conscious; her family noted that, 
at times, visits from some family members would be more upsetting than visits 
from other family members. When Joan determined which family members 
had affected her so profoundly, they were those with whom she had the 
closest rapport. She states: 
Don't you see ... that the ones that upset me the most were the 
ones that I loved the most. Of course when the perso"n you love 
the most walks in a room and is talking to you and you can feel 
the hurt in their voice and you can see the hurt in their eyes - of 
course that's going to hurt you and upset you (Joan). 
This suggests that, as well as bearing their own traumas and the resulting 
adjustments, sufferers must also endure the knowledge that their suffering 
causes emotional turmoil to their significant others. 
The second issue, discussed by these initial participants, related to the 
manner in which other people reacted to them. Others were friends, strangers 
and co-workers as well as family. Several participants indicated the need to 
protect themselves from the reactions of others. For example, George 
protected himself from others by not mentioning his pending surgery for cancer 
to his co-workers because, he believed that cancer has a bad public image. 
The image of cancer in society has been described by Sontag (1979) as a 
metaphor for the many ills of society. George did not wish to expose himself 
to any discussion regarding how cancer might affect his ability to perform his 
job. He states: "They would be forever talking about me or writing me off"! 
Margaret comments that other people expect sufferers to endure their illnesses 
without complaining. For example, when an individual has lived with a 
57 
condition for a period of time, other people expect that the individual is able 
to bear their misfortune. This, according to Margaret, is not a reasonable 
expectation, as she states: "Just because you have lived with it for a while 
doesn't make it OK". Margaret discovered that failure to recover from her 
progressive neurological condition meant that she had to protect herself from 
her family's reactions. Her children, in particular, were angry at her for not 
recovering. The data about protecting oneself from others, later in the data 
analysis, became a principal strategy and was entitled protecting (see section 
6.1). 
The third issue was the importance of planning and preparing oneself for the 
possibility of death, if one faced a possible diagnosis of cancer. Preparing and 
planning gave the participants some control over the situation and was a 
strategy to maintain one's self-esteem. One participant outlines the process 
of examining all the possible ramifications that cancer would have on her life. 
She describes breaking these ramifications down into manageable chunks and 
practising what she eloquently described as emotional weight lifting. She 
states: 
And I just had this image of all these weights laying around on 
the floor and I'd pick up different ones, small ones in the 
beginning and gradually start to convince myself that if this was 
ovarian cancer, I could handle it. Mostly because I just started 
with the small things. I worked my way up to the big thing which 
to me, was dying, and saying well, I've done a lot of neat things 
in my life, if I've got to go, I've got to go (Sarah). 
This participant was helpful because she was reflective about her experience. 
Reflective participants have examined their experience (Morse, 1989); thus, 
they provide rich data. Her strategies involved, primarily, managing the 
waiting time and controlling her emotions. 
As different issues emerged from each interview then the previous interviews 
were re-examined for similar examples. This procedure was used throughout 
the process of data collection and data analysis. Concurrent analysis 
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suggested where the researcher should sample next. For example, of the first 
five participants all, excluding Joan, had been able to prepare themselves and 
all of them had family support. A tentative hypothesis (Strauss & Corbin, 
1990) was that these two factors were important in bearing illness and injury. 
To follow the technique of theoretical sampling, an interview was purposefully 
sought with someone who differed in these two aspects. Glaser and Strauss 
(1967, p. 138) describe these participants as negative cases as they raise 
questions about the existing situation and thus, enable and permit tentative 
hypotheses to be tested. In this way these participants expand and develop 
the data. The researcher decided that the requirements of the data would 
best be met by interviewing a participant who would not have had time to 
prepare for the experience of suffering a devastating condition. Hence an 
interview was obtained with a quadriplegic participant, Joe (Group 2). Joe had 
suffered from an accident and had limited family support. 
Family support and social support were described by this participant (Joe) as 
desirable. However, despite his lack of a supportive family he was still able to 
bear his circumstances. He had developed techniques to assist him to endure 
and to maintain social support. His comments suggest that he realised the 
importance of others. He states: 
Even though it is no fun being in a wheelchair, it is your life and 
things would have to be pretty bad. Sometimes you have a bad 
day. The next day might be better, it might be worse. You have 
to put up with it (Joe). 
You get pain, your feet burn all day, arthritis but you just have 
to put up with it. There is not use whingeing for one thing 
people don't listen to you and another thing what good is it? 
They won't come round a whinger and it is not going to do the 
pain any good (Joe). 
Through analysis of the data from this interview and re-analysis of the data 
from the previous participants, four important issues emerged. First, it was 
apparent that the scope of problems that participants must bear are quite 
extensive and extend beyond the physical problems engendered by the illness 
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or injury. Second, one of the tentative hypotheses, which was the issue of 
time to prepare oneself, was not significant in this interview but was found to 
relate primarily to preparing oneself for surgery. Therefore, this line of inquiry 
was dropped as, according to Strauss and Corbin (1990), when tentative 
hypotheses are developed they are verified against the data. The tentative 
hypothesis that preparing oneself was important was not supported. Third, 
Joe spoke about other spinal cord injured persons and commented that he 
believed they did not bear their circumstances as well as he did. From this 
participant, the category of comparing self to others emerged, although this 
category did not become significant to the researcher until later in the data 
analysis. When the data were examined later in the data analysis, comments 
about comparison were present in all of the previous interviews. Comparison 
became a sub-category of boosting, one of the principal stra~egies in bearing 
illness and injury and is described in Chapter Six. 
The fourth issue that emerged from the data was further evidence of the 
influence of others on the participant's ability to manage illness or injury. The 
effects that health care professionals had on the sufferer were of particular 
interest. Data from other participants were then examined for evidence of their 
experiences with health care professionals. 
It was apparent from the data analysis that more information was required to 
develop the categories. The next group of participants, Gladys, Harry, Esme, 
Fred, Arthur and Dick (Group 3) was selected because they either had cancer 
or disability; one participant had both cancer and a disability. As the issue of 
family support had been important, participants with limited family or no family 
support were purposefully sought. The purpose of these interviews was to 
increase the density the developing categories, to determine if new issues 
would emerge and to look for variation in the developing categories. The 
importance of family support was developed further from analysis of these 
(Group 3) interviews; however, Esme, who had limited family support, was 
proud of her ability to manage on her own. From these interviews, the 
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category describing protecting others and protecting self was developed in 
more detail. In the category of protecting others, additional data emerged 
about the difffculties involved in disclosing to others, particularly to family, 
news about a serious illness or injury. For example, Gladys indicated that she 
did not protect her family from knowing about her diagnosis of cancer when 
she was originally diagnosed. However, when her cancer recurred, she 
states: "I did not tell them until I had it confirmed." The role of nurses in 
telling clients about their illness was an important and different feature from 
this group of interviews and is expanded in Chapter Five under the section 
entitled becoming aware (see section 5.1). 
From this group of interviews, comparing oneself to others continued to be an 
important issue. Harry compared his ability to be open ab.out his condition 
with the more reticent behaviour that he had observed in other M.S. sufferers. 
Both Gladys and Marge compared their situations with others who were worse 
off. Esme compared her handling of her life circumstances with other people 
and indicated that she believed she managed very well compared with others. 
As well as adding support for the previously identified issues, different 
perspectives on these issues emerged from Group 3. A different perspective 
on health professionals was the experience of having symptoms disbelieved 
by health professionals. For Gladys, the lack of support and the disbelief of 
her symptoms displayed by the nursing staff was one of the most difficult 
aspects of her illness. The effects of nurses' attitudes on their client's ability 
to bear their condition was expanded by this interview and the previous 
interviews were reviewed for evidence of similar situations. A second issue 
from this group of interviews was the participant's anxiety when there was a 
significant time lag between the onset of symptoms and the final diagnosis. 
Uncertainty developed when participants (Harry and Margaret) knew that 
something was wrong with them but didn't know what was causing their 
problems. 
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A third issue from Group 3 was described by Harry whose deteriorating level 
of physical functioning eventually forced him to use a wheelchair to be mobile. 
Even though a wheelchair would have assisted his level of mobility greatly, 
Harry was reluctant to use a wheelchair because he believed that he would 
be viewed as an object of curiosity. When he finally succumbed to using this 
mobility aid, he termed this experience, facing reality. In the data analysis, 
facing reality became an important category as it was found to be a turning 
point in determining when people accepted the reality of their circumstances. 
As this issue had emerged and was a different concept, the other interviews 
were reviewed to determine aspects of facing reality. This category later 
became a phase in the progressive model of bearing illness and injury 
described in Chapter Five. 
A number of other issues were developed from the interviews with Group 3 
participants, one of which was being positive. Being positive became an 
important boosting strategy. Another issue was the subcategory of making 
sense, that is, attributing the illness or injury to a particular cause or, seeking 
a reason why illness or injury had occurred. Making sense later became a 
subcategory of protecting. 
To search for negative cases and expand the data, the next two groups of 
participants groups 4 and 5 were interviewed. These participants were 
selected because they had conditions other than cancer or disability. Group 
4 consisted of three participants, Ralph, Lois and Harold. One participant 
(Ralph) had renal disease and Lois had psoriasis. Ralph also had a skin 
disease, skin cancer, as a side effect of his treatment. Harold, had a heart 
transplant following the sudden onset of myocardial disease. These 
participants were not interviewed in chronological order, for example, Harold, 
the nineteenth participant, was interviewed after the participants in group 5. 
An important and different issue that emerged from these interviews was the 
value of learning how to manage a health condition. For example, knowledge 
was crucial to the quality of Ralph's life. By learning to manage his diet, and 
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by understanding his kidney disease, he regained some control over his life. 
Knowledge and skills were important in the management of other health 
conditions and this discussion is developed in Chapter Six in the section 
labelled modifying (see section 6.2). 
The data from this group indicate that participants compared both their ability 
to manage their conditions and their health status with other sufferers. 
Frequently they indicated that their conditions were preferable to the conditions 
that others were suffering or the participants believed they were managing 
their lives better than other sufferers. As examples, both Lois and Ralph felt 
that their conditions were preferable to having cancer. Harold compared his 
situation with others and commented that his circumstances were preferable 
to someone who required daily injections. These interviews expanded the 
data on making comparisons and also suggested that participants tend to view 
themselves favourably. 
A number of the participants were disfigured as well as suffering a disability, 
that is, all of the participants with breast cancer and Joan who had been 
burned. This led the reseacher to consider the effects of visible versus 
invisible conditions. Being able to hide the evidence that one has a condition 
was both an advantage and a disadvantage. If there is no visible evidence of 
illness, the participant was protected from the curiosity of others. However, 
if others are unaware of the participant's suffering, then support was not as 
freely available. There was variation amongst the participants as some 
indicated that a change in appearance was an issue; whereas, others 
suggested that it was not. Appearance was more important to the female than 
to the male participants. 
This issue lead the researcher to select a fifth group of participants: Susan, 
Mary, Kate and Sally (Group 5). Two participants from this group (Susan and 
Mary) had chronic pain but no visible signs of injury. These interviews added 
data on pain management as both Susan and Mary had devised a number of 
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strategies to manage pain. Two participants with Chronic Fatigue Syndrome 
(Kate and Sally) were selected because there is no visible evidence that 
sufferers are ill; therefore, this condition does not tend to generate public 
sympathy. In addition, sufferers of Chronic Fatigue Syndrome frequently 
comment that health professionals do not always believe their symptoms. 
Participants in this group also commented about the reactions of others to 
their conditions. In summary, from these interviews the following issues 
emerged: the reactions of others, concern for families, protecting self, the role 
of health professionals and comparing self with others were all developed 
further. The difference between invisible and visible conditions was eventually 
considered part of the category reactions of others. 
As described earlier, data analysis was ongoing throughout th.e data collection. 
In the process of data analysis the researcher developed models to illustrate 
the process of bearing illness and injury. Development of a progressive 
model is discussed in the section of this chapter entitled "3.4 Progressive 
model development" and the development of two earlier models is described 
in Appendix B. 
From the development of the first model, (described in Appendix B) the 
researcher noted that conditions such as skin diseases, renal and heart 
conditions had enhanced the data regarding the importance of knowing and 
understanding how to manage an illness. However, these conditions did not 
carry the same magnitude of distress as cancer nor were they as physically 
disabling as spinal cord injury and progressively debilitating neurological 
conditions. For these reasons, the researcher decided to focus the data 
collection on the more distressing conditions which were: cancer, spinal cord 
injuries and disabling neurological conditions. 
Following the development of the first model, the next three participants, 
Rose, Elsie and Edith (Group 6), were interviewed to extend and test the 
categories of this developing model. These three participants had suffered 
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from cancer and one of them was partly disabled as a result of her treatment. 
The data from these interviews were similar to the earlier interviews. As 
examples, this group described their efforts to protect their families from 
knowing about the seriousness of their condition and from the depth of their 
emotional pain. Participants, Rose and Elsie, were particularly concerned 
about protecting their more vulnerable family members .. 
During the interviews with this group of participants, one participant gave a 
different description of facing reality. This description was the reality of 
knowing that she had a terminal illness. Other issues from Group 6 were first, 
the efforts that participants made to enjoy each day and to maintain a positive 
attitude. Second, the importance of health care professionals in giving 
information to clients about their diseases. Following these .. interviews, three 
participants (Arthur, Dick and Harry) were re-interviewed to see if they could 
expand the categories in the model. Major differences were not apparent in 
the re-interviews although some additional data were gathered. The 
researcher noted that participants tended to repeat some of the information 
that they had given in previous interviews. 
At this time, the researcher then began to compare the emergent issues with 
the literature. The area of social comparison was important because it had 
appeared so strongly in all of the interviews and it had emerged from all of the 
participants without questioning or prompting. Other theories that also were 
considered relevant were: coping, reality negotiating, attribution theory and the 
literature on delivering bad news. 
Following this, the final group of participants: Pete, Ruth, John, Mark and 
Maria (Group 7), were interviewed to ensure saturation of the categories. As 
described earlier, to enable the data to be focused, these participants were 
selected because they either had cancer or were disabled. Once again, the 
issues that emerged were similiar to those identified from the previous 
participants. The participants in Group 7 indicated that they were concerned 
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about burdening their caregivers so they tried to assist and to protect them. 
This group also compared their illnesses and injuries with other sufferers as 
had been apparent from the interviews with previous participants. Despite the 
severity of their conditions, all of the participants identified someone whom 
they considered to be in a worse situation. Comparisons were also made, by 
the participants, about the inadequacies of other sufferers to manage their 
circumstances. The response of others to the participants and the effect of 
this response upon the participants were also important. The final issue was 
the importance of being positive and moving forward with life. 
As there was a significant amount of repetition in the participants' comments, 
the researcher was convinced that the categories were saturated. Saturation 
is considered when no new information is presented and the participants are 
tending to make similar comments (Glaser, 1978; Strauss & Corbin, 1990). 
3.3 Data Collection 
3.3.1 Ethical Considerations 
Due to the sensitive nature of the interviews, ethical considerations were 
particularly important in this research; therefore, participants were initially 
approached for consent by a third person who knew them. This person 
explained the general purpose of the research. Participants were then asked 
if the researcher could contact them for an interview. The intention of this step 
was to avoid any suggestion that the participants were obliged to be involved 
in the research. Once the participants agreed to take part in the study, the 
researcher then telephoned them. The telephone call was to clarify the 
purpose of the interview, and to assure the intended participants that they 
were free to refuse to participate. At this time, the researcher also stated that 
she would like to tape-record the conversations and explained the purpose of 
this tape recording. Once these points were clarified, the times and places of 
the first meetings were confirmed. 
At the first meeting the researcher introduced herself, and confirmed that the 
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participants understood the purpose of the interview(s). The researcher also 
discussed how the data would be used. Participants were given the 
opportunity to refuse to have their conversations tape-recorded. All the 
participants agreed to the conversation being tape recorded. 
The research was monitored by the Ethics Committee of the Queensland 
University of Technology. As well ethical consent was obtained from the 
ethics committees of the University of Alberta and Pennsylvania State 
University while the researcher was a visiting scholar at these institutions. A 
consent form was developed and tested by a readability program and received 
an acceptable score. This was done to ensure that participants had given 
informed consent. The participants were assured of their anonymity, of their 
rights to refuse to answer any questions and of their freedom .. to withdraw from 
the research at any time. Confidentiality with respect to their participation was 
assured, but they were advised that papers would be published that would 
contain anonymous quotes. Participants were given an ethics form to sign at 
the first interview (see Appendix C). The researcher's telephone number and 
address were on the form to enable the researcher to be contacted if 
additional information was required. 
3.3.2 The interviews 
An open-ended interview format was selected for the initial interview so that 
participants were free to describe their experiences from their own 
perspectives. This format, which permitted questioning and clarification of 
issues during the interview, is described as the recursive model of interviewing 
(Schwartz & Jacobs, 1979; Minichiello et al., 1995). This means that the 
interaction between the researcher and the participant directs the research 
process (Minichiello et al., 1995). The researcher must attempt to take the 
place of the other and by investigating the participant's world seek to 
understand the experience from the perspective of one who is affected; thus, 
this data gathering approach is an application of the tenets of symbolic 
interaction ism (Woods, 1992) and grounded theory. 
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Participants were advised that the researcher was a nurse who taught nursing 
students and, that, one of the purposes of the research was to develop a 
greater understanding about how individuals were able to manage an illness 
or injury. Participants were also advised that their comments were important 
to nurses' continuing efforts to understand the complexities of living with a 
difficult health condition. This approach, according to Minichiello et al. (1995), 
involves the individual as an active participant in the research. Following each 
initial interview the participants were asked if they could be contacted for 
subsequent interviews. All were willing to be contacted. 
Participants were initially asked "Tell me about your illness from the 
beginning". This type of question, referred to as a descriptive question by 
Minichiello et al. (1995), was intended to establish rapport and to indicate that 
the participant's situation was the central focus. This question frequently led 
to an in-depth description of the participant's illness or injury 
The participants were asked to expand and clarify any issues that arose during 
the discussion. The intent was to make the interview as much like a 
conversation as possible and to orient the participant to discuss his/her illness 
or injury and how they managed it. The interview proceeded undirected at 
first. Later, specific questions were addressed, such as, "Were there times 
that you felt you could not bear the situation?" Minichiello et al. (1995) refer 
to this technique as tunnelling. 
Although the researcher prepared in advance for each interview, the interview 
process was, at times, unpredictable. As an illustration, during one of the 
interviews, the participant became uncomfortable because he was doing all the 
talking. He indicated by gesture that he would like the researcher to speak. 
Silverman (1985) discusses turn-taking in a conversation whereby a listener 
waits for the current speaker to finish talking prior to speaking. The current 
speaker will then wait for the listener to speak. If this turn-taking does not 
happen, then a violation occurs and a "repair" is necessary. An example of 
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a "repair" is for the current speaker to continue to speak despite it being the 
listener's turn. If the current speaker continues to speak, this can promote 
feelings of discomfort because this is not the usual conversation style. This 
incident was recorded in the researcher's reflective journal as an example of 
interviewing technique that needed some refinement. After this incident, the 
researcher advised participants that she would would not ask many questions 
during early part of the interview as she was interested in the participants' 
descriptions of their experiences. 
While an interview attempts to be a normal conversation, in fact, it is not, as 
the turn taking is less apparent. To encourage the participants to describe 
their experiences as fully as possible and to overcome the issue of turn-taking 
described above, the researcher employed a technique of saying "umm" when 
a response was expected (Field & Morse, 1985). This technique encouraged 
the participants to continue their discussion. The researcher re-directed the 
flow of conversation whenever the participant discussed matters other than the 
research topic. 
During the interview process, the researcher used a number of techniques to 
place the participants at their ease. Being an interested audience appeared 
to be an asset in gathering data and the researcher made every effort to 
listen, not to interrupt, and not to make judgemental comments. Participants 
were very willing to discuss their circumstances and the reasons for this have 
been discussed in Chapter Two (see section 2.6). One participant commented 
that it had been refreshing to have someone different to talk to, and following 
the initial interview, he reflected that he felt as if a weight had been lifted and 
he had slept for two hours. 
Throughout the course of the interviews, to establish and maintain rapport it 
was important to let the participants discuss issues that they believed were 
important. It was also necessary to ask for comparative comments about 
issues raised by other participants. An example of such a question was, 
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"Some people suggest that family has been a help to them. Has this been the 
same for you?" If a negative or unfavourable reaction was obtained from a 
particular question, then the researcher reviewed both the question and the 
interviewing technique prior to undertaking subsequent interviews and noted 
these in her journal. Participants also wanted to know if they were saying the 
right thing and had to be reassured that there were no right or wrong 
comments but that the researcher wanted to learn about their personal 
experiences of living with illness or injury. 
A technique that was also used to place participants at their ease was to 
conduct interviews at a time and place of the participant's choosing. For this 
reason most interviews were conducted in the participants' homes. A few 
interviews were conducted in office settings and in one qase, Margaret's 
second and third interviews were conducted over the telephone. 
Enabling the participants to select the time and place of the interview gave the 
participants control over the physical environment. This was a means of 
equalising the power relationship between the participant and the interviewer. 
Interviewing is an exchange, but frequently the researcher is in a more 
powerful position and giving participants control over the interview location was 
an attempt to equalise power. Using the participant's homes promoted 
maximum privacy, comfort and convenience. The telephone interviews, 
although sacrificing face to face contact, were more comfortable for Margaret 
as she was able to lie on her bed and talk on the telephone. 
After the first few interviews, the researcher used an aide memoire to facilitate 
questioning (see Appendix D for an example). The aide memoire covered 
general issues to be discussed. Sequencing of questions from the aide 
memoire was flexible so that the participants, not the researcher, led the 
interview. As the research progressed and categories began to emerge from 
the data, questions were asked to compare the experiences between 
participants. If second or even third interviews were undertaken, participants 
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were asked to expand upon any issues from previous interviews. The 
recursive model which was used during these interviews enabled choices to 
be made by the researcher about which elements from previous interviews to 
include in the discussion (Minichiello et al., 1995). 
An interview situation is much like any social situation. It is driven by the 
desire to present oneself as positively as possible; therefore, there is an 
assumption that the participants in this research had a desire to present 
themselves in a favourable manner to the researcher. Some authors suggest 
that, when giving information individuals use techniques or manoeuvres to 
present a desirable social impression (Goffman, 1959; Minichiello et al., 1995). 
With this research methodology it was not possible to eliminate or check for 
data that may be socially desirable. The researcher accepted that the data 
obtained was a product of the interaction between the participants and herself. 
This is a further illustration of the assumptions of symbolic interactionism that 
suggest that people act towards things on the basis of the meaning those 
things have for them. Being part of a research project must have been 
meaningful enough for the participants to participate and to describe their 
experiences. The researcher therefore assumes that the data represents the 
participants' experiences, as they wished them to be told and recorded. 
Glaser ( 1978) refers to the "sensitising concept" which is used to uncover data 
that might be overlooked in the research process. Each researcher brings 
his/her own experience and background to the research (Corbin, 1986a). This 
background sensitises the researcher for what to look for in the data. 
Experience with the situation under study is felt to be an asset in interviewing 
participants (Corbin, 1986a; Swanson, 1986) as experience sensitises the 
researcher regarding which questions to ask. In this research the researcher's 
background in nursing practice was an asset in interviewing participants. In 
addition, the relevant literature was reviewed throughout the process of data 
gathering and data analysis. Reviewing the literature was helpful in 
developing the theoretical perspective and sensitising the researcher to what 
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to look for in the data. 
3.4 Progressive model development 
As described in section 3.3.3, "Description of rationale for selection of the 
sample", following the interview with nineteenth participant, Harold, a model 
was developed which was used to describe the process of bearing illness and 
injury. This first model, developed by sorting the data and by integrating the 
theoretical memos, was comprised of the many categories and subcategories 
that had been apparent in the data. A major feature of this model was an 
attempt to formulate a model with distinctive phases and related strategies that 
corresponded to each phase. Appendix 8 contains a detailed description of 
the first model developed and Figure 8.1 illustrates the model. 
3.4.1 Revisions to the model 
As discussed in section 3.3.3, data were gathered from Group 6 participants 
(Edith, Rose and Elsie) to determine how their experiences compared with the 
model, and to extend the developing categories. From their comments and 
from further analysis of the data, it was apparent that attempting to develop 
a model with progressive time phases was not going to capture adequately the 
experience of bearing illness and injury. The data was then re-sorted and 
reorganised around what appeared to be the core category of preserving self 
and a revised, or second, model was developed. 
3.4.2 The revised model 
The revised model incorporated much of the data from the earlier model, but 
was more abstract in presenting the categories and was less dependent upon 
a progression of phases that followed a time line. The major categories and 
their corresponding subcategories of this revised model are also described in 
Appendix 8 and illustrated in Figure 8.2. 
3.4.3 Finalising the model 
As described in section 3.3.3 entitled: "Description and rationale for selection 
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of the sample", Group 7 participants (Pete, Ruth, John, Mark and Maria) were 
interviewed to determine if any new data would emerge, to question the 
participants about the issues from the existing model and to saturate the data. 
As the participants were making similar comments about their strategies for 
bearing illness and injury, the researcher believed that the categories were 
becoming saturated. Therefore, it was appropriate to re-sort the data and to 
revise the model again. In the process of reorganisation, the data were 
separated into cancer, disability and other conditions. Commonalities and 
differences between bearing the different conditions were identified; these 
enhanced the clarity of the data and are incorporated into the final or third 
model. The third model is entitled: A progressive model of bearing illness and 
injury and is described, together with its principal categories, in Chapter Five. 
This model represents a trajectory of illness and injury and bas three phases 
that occur over time which are: becoming aware, facing reality and moving 
forward. This model is illustrated in Figure 1 on the following page. 
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Becoming aware Finding out 
Responding 
Disclosing 
Acknowledging 
Facing Reality Recognising the limited choice 
Giving up unrealistic expectations 
Moving Forward Becoming informed 
Planning 
Enduring day to day 
Figure 1 A progressive model of bearing illness or injury 
During this process of re-sorting the data, a different category emerged; which, 
outlines the facets of illness and injury that were considered, by the 
participants, to be the most unbearable. These facets originated from within 
the individual and from outside the individual; and so, are classified into 
unbearable intrapersonal and interpersonal aspects of illness and injury. 
These aspects became the contextual aspects of suffering that the individuals 
had to bear and, to do so, they had to develop strategies. Both intrapersonal 
and interpersonal aspects are described and clarified with quotations from the 
participants in Chapter Four. 
To depict the complexity of the process that participants were experiencing, 
the researcher decided that the data could best be described by dividing it into 
three main components. The first component is, as briefly mentioned above, 
the aspects that the participants considered to be the most unbearable. The 
second component is the final model of bearing illness and injury, also 
mentioned above, which represents the trajectory of bearing illness and injury. 
The third component consists of three major strategies: protecting, modifying 
and boosting which characterise the core process or basic social process 
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which is entitled limiting the boundaries of suffering. 
To expand in more detail, the trajectory of illness and injury has three phases 
which are: becoming aware, facing reality and moving forward. Becoming 
aware is comprised of the subcategories: finding out, acknowledging, 
responding, going public and realising the implications. Becoming aware 
seeks to describe the different ways that individuals found out about their 
diagnosis and the manner in which they reacted. The category of facing 
reality became a pivotal point in the process as it involved coming to terms 
with the reality of the circumstances. Facing reality consists of the 
subcategories recognising the limited choices and giving up unrealistic 
expectations. The final phase of the trajectory is labelled moving forward. 
Moving forward indicates a desire to get on with life re.gardless of the 
circumstances. It is composed of the subcategories of learning about the 
condition, planning, learning to live with uncertainty, and experiencing the ups 
and downs. The trajectory of illness and injury is described in Chapter Five. 
The three major strategies which characterise the basic social process, limiting 
the boundaries of suffering, are briefly described as follows. Protecting is a 
preliminary strategy, modifying describes the adjustments that pertain to 
learning skills, learning to handle others and negotiating the changed 
environment. Boosting is composed of the strategies employed by the 
participants to make them feel better. Preserving self became the basic 
psychosocial problem instead of the basic social process as was previously 
thought. This means that the way that participants preserved themselves and 
are able to bear their circumstances is by limiting the boundaries of their 
suffering. A category entitled considering an out emerged which is failure to 
limit the boundaries of suffering. The three principal strategies and 
considering an out are described in Chapter Six and the basic social process 
is described in Chapter Seven. 
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3.5 The data 
The following section describes the management of the data and the methods 
of analysis. 
3.5.1 Data management and analysis 
Following the interviews, the tape recordings were transcribed. Some of the 
transcriptions were done by the researcher, while the rest were typed by 
secretaries. The typed transcriptions were proofed against the original tape 
recordings. As the categories developed a word-processing package, Word 
Perfect, was used to group data from each participant. Data from two books: 
Another path to my garden: My life as a quadriplegic, (Noell, 1992), and At the 
will of the body (Frank, 1991) were incorporated into the data as discussed 
earlier in this chapter. Their eloquent descriptions of their experiences helped 
to illustrate the descriptions of the categories. 
3.5.2 Data analysis 
As outlined in Chapter Two, in the grounded theory approach, analysis and 
data collection occur simultaneously so that the experience of the participants 
directs the collection of the data (Charmaz, 1990). Following the first 
interview, the tape recording was transcribed, then analysed according to the 
methods described by the originators of grounded theory (Glaser & Strauss, 
1967; Glaser, 1978; Strauss, 1987). Generous margins were left in the right 
handed side of the transcripts so that the data could be readily coded. 
Questions such as: "What is this data a study of?" were asked of the data 
(Glaser & Strauss, 1967). The data were studied sentence by sentence and 
line by line. The preliminary codes were developed using the participant's own 
words and were written in the margins of the transcribed interviews. The 
participant's own words are referred to as "in vivo" codes (Glaser, 1978, p. 70; 
Strauss, 1987, p. 33). The reason for using the participant's own words was 
to avoiding placing the researcher's interpretation on the data. These 
preliminary codes are called level one codes, according to Hutchinson 
(1986b), and the process of developing these early or preliminary codes is 
76 
called open coding (Glaser & Strauss, 1967; Glaser, 1978; Strauss, 1987; 
Strauss & Corbin, 1990). The purpose of this process was to fracture the data 
so that it could be closely examined and common issues become more readily 
identified. Subsequent interviews were coded in the same manner. 
This process initially yielded a massive number of codes. The next step was 
to condense the codes into preliminary categories; some data were found to 
fit more than one code. These categories which described the main action of 
a number of codes and were given names. As an example, comments such 
as: "I felt angry" and "I was disappointed" became the category of reactions 
in self. Comments such as: "Someone wanted their mother moved out of my 
room because I looked freaky", became reactions in others. Although Glaser 
and Strauss (1967) orginally used the term categories for thi$1evel of abstract 
description, some authors call them codes. Hutchinson (1986a) uses the term 
level two codes and whereas Glaser (1978) used the term substantive codes 
to suggest that they are legitimate representations of the data. Irrespective of 
the terminology the intent is to decrease the number of codes and to raise 
them to a higher level of abstraction. The number of level one codes was at 
one time as high as 50 and it became necessary to condense the number of 
codes as working with this number was not practical. 
Both codes and categories are raised to a higher level of abstraction by asking 
questions of each code or category such as: What is going on in the data? 
What is the cause, context, condition under which this situation occurs, which 
strategies are used, what are the consequences of these actions and is this 
category a strategy (Glaser, 1978; Swanson, 1986; Strauss & Corbin, 1990)? 
The purpose of this questioning is to develop the properties of the categories 
and to look for relationships so that theoretical relationships may be 
established. Theoretical relationships encourage the development of the 
theory (Swanson, 1986). Strauss and Corbin (1990) refer to this process as 
axial coding meaning that the data is woven back together and relationships 
are drawn between the categories. As an example, telling other people was 
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an early category, so the researcher looked for the contexts in which people 
were told, who was told, when people were not told, and what the 
consequences were of telling other people and of not telling other people. 
Some persons did not have a choice about telling significant others as they 
were present when the information was given. For those participants who had 
visible disabilities, the telling of their stories remained an ongoing process; 
thus, different examples supplied range and variation to the telling of others. 
Swanson (1986) also discusses situations under which a category is 
maximised and minimised. The category of telling others is maximised when 
support is needed and minimised when the participant believes that it will 
cause more distress if others are told. This category was later termed 
disclosing as disclosing was believed to be a more encompassing term. 
Comparisons were made between interviews with the same participants and 
between interviews with different participants. Comparison helped to highlight 
differences and similarities between interviews and between participants. 
From these comparisons, the properties of that category were developed with 
respect to what was occurring in the data. In this manner data were 
constantly compared. Constant comparison is a feature of grounded theory 
and was briefly outlined in Chapter Two. 
Categories were then described, these descriptions were an asset in 
determining where the sampling was to proceed to next. Tentative hypotheses 
were developed from the major issues of the data then participants were 
sought who could potentially extend or refute the data. For example, as 
discussed earlier, all of the initial participants (Group 1) had commented on 
the value of family support. Therefore the presence of family engendered an 
early hypothesis about the importance of family. To test this hypothesis 
participants who did not have family support were selected to determine the 
differences and similiarities for those participants. 
Another preliminary category was entitled: reactions of others. Although this 
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early substantive category was later re-sorted to become components of other 
categories; through the data analysis, it was apparent that the reactions of 
others was an important and integral part of bearing suffering. The reactions 
of others were important from the moment of becoming aware of the 
diagnosis, continued throughout the entire process and influenced the 
problems that the participants encountered. Reactions of others, both adverse 
and positive, were received from significant others, friends, health care 
workers and even strangers. All participants commented on how other people 
reacted to them and how other people influenced their ability to bear illness 
and injury. The influence of others is incorporated in the principal strategies, 
particularly into the category protecting, and is described in Chapter Six. 
Early in the research study, participants who were to have surgery commented 
on the value of being able to prepare themselves psychologically for their 
surgeries. For this reason, another tentative hypothesis, that preparation time 
was important in bearing illness and injury was developed. Therefore, a 
participant was purposefully sought who would not have had time to prepare 
and, as described earlier, this was someone who had suffered a spinal cord 
injury. The tentative hypothesis that preparation time was important did not 
hold across other conditions as it was not mentioned by the spinal cord or 
multiple sclerosis participants. However, having time to prepare oneself 
psychologically was important for participants who had to have surgery for 
cancer. 
Smaller categories were built up into larger ones. Originally, a category called 
reactions in self was developed which was composed of all the emotional 
reactions of the individuals to their diagnosis, to their losses and to other 
people. This category became part of other categories that described the 
participants' reactions at different phases of the process and the strategies 
they used to manage the reactions of other people. 
As data collection proceeded and major categories were developed from these 
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substantive codes, each interview was compared to determine its "fit" into the 
major categories. Eventually rules were developed for inclusion in the 
categories. As an example, the category, being positive, addressed the 
frequently made comments by participants that they tried to be as optimistic 
as possible. A rule was developed that all positive comments, made about 
one's ability to manage the illness, were placed in the category, being positive. 
Later this category became two separate categories: focusing on the positive 
and comparing self to others. Later a third category, holding the worst in 
reserve, became a strategy that participants used when they recognised that 
life circumstances could always be worse than they were at present. These 
three categories were eventually grouped under a major category entitled 
boosting. Categories became denser as additional interviews were completed 
or previous interviews were re-analysed and incorporated into the data. Table 
3.4 provides an illustration of the process of the development of the 
categories. This process illustrates how the preliminary categories, were 
raised to higher levels of abstraction. 
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Table 3.4 Development of the categories 
Reaction in self Preparing, planning, Became some of the 
protecting modifying and boosting 
strategies . 
Reactions in others Protecting Remained as a major 
influence in the process. 
Initial reactions on Becoming aware Became the preliminary 
finding out Responding category of the process of 
bearing illness and injury. 
Adjusting Learning about the This became moving 
condition. forward and modifying 
Things that helped the Realising the implications. Became the subcategory of 
participants to manage becoming aware 
Things to deal with Unbearable aspects These are listed as 
contextual influences in 
Chapter Four 
Control of the situation Responding Became part of becoming 
aware 
Protecting others Protecting The category of disclosing 
Disclosing to others was important in 
the phase of becoming 
aware. 
Sharing with people Comparing Became part of boosting 
with the same diagnosis 
Not bearing it Considering an out This was not being able to 
Losing it limit suffering 
3.5.3 Identifying the core process 
Glaser (1978) suggests identifying a core category which explains most of the 
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action and relates to most of the other categories. He goes on to state that 
a category is identified as a core category because it occurs frequently in the 
data, and relates meaningfully to the other categories. Eventually the 
researcher became convinced that the core category or basic social process 
was limiting the boundaries of suffering. This term appeared to encompass 
most of the major strategies that were used by the participants. The major 
problem (termed, a basic social problem) that the participants faced, was to 
preserve themselves in light of their complex and difficult situations. Three 
subcategories protecting, modifying and boosting were the principal 
components of the core process. Following the emergence of the core 
category, all of the data were re-examined for data that would relate to the 
core process. This process is defined as selective coding (Glaser, 1978; 
Strauss & Corbin, 1990). 
3.5.4 Use of diagrams 
Diagrams were an aid in conceptual thinking as preliminary diagrams enabled 
the researcher to conceptualise the illness trajectory of each participant's 
condition. Later in the research, diagrams were helpful in comparing 
developing categories and highlighting differences and similarities between 
participants. Diagrams were also helpful in drawing conceptual links between 
the various categories. 
One example of a type of diagram, that aided the researcher's thinking, was 
a large wall chart with a time line of the trajectory of each participant's illness 
or injury. This trajectory was an illustration of the major issues that had 
emerged during the preliminary development of categories. Similar categories 
between participants were marked in the same coloured pen. This enabled 
the data from each participant to be examined for differences and similarities. 
Comparisons could also be made between participants. If participants were 
interviewed more than once, comparisons were made between each interview. 
Examples from each interview and each participant could also be readily 
identified so that these categories co1..1ld be examined in more detail. 
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Following the development of a number of preliminary categories, a matrix was 
developed. Part of the matrix has been reproduced in Table 3.5 as an 
illustration. This matrix was composed of all the preliminary categories which 
ran horizontally and the names of the participants ran vertically. Each 
participant's interviews were examined for evidence of each of these 
preliminary categories. As illustration, one of the preliminary categories, 
entitled evaluating the information was not a feature of all the participant's 
interviews and eventually this category was condensed into other categories. 
Tables 3.3 and 3.4 as described earlier were also illustrations of matrices that 
aided the researcher's thinking. 
In developing the theory, diagrams showed linkages between the concepts 
and the relationship of each of the subcategories to the major categories. 
Thus the dimensions of the categories and the relationships between 
categories could be visualised. These diagrams also were helpful in 
identifying gaps in the developing theory. 
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Table 3.5 An early matrix of the categories about preliminary reactions to receiving 
confinnation of a diagnosis. 
'1111 lliilil Blil~llll llfi,i~ll 
Margaret Long lead up Shock Family knew 
George Sudden Shock but Told 
onset prepared selectively 
himself 
Marge Sudden Shock Told 
onset selectively 
Sarah Sudden Gathered Kept busy, Told 
onset data prepared everyone 
herself 
Joan Sudden Too ill to No specific No choice, 
understand comment visible 
evidence 
Joe Sudden Not able to No choice, 
absorb data visible 
Angry evidence 
Gladys Sudden Didn't No choice, 
understand visible 
condition. evidence 
Harry Long lead up Grateful to No choice, 
know visible 
evidence 
Esme All her life 
Ralph Sudden Didn't No choice 
onset understand 
condition. 
Lois Long onset Not an issue 
Fred Long onset Angry Didn't want 
sympathy 
Arthur Sudden Too ill to Didn't No choice, 
understand understand visible 
condition evidence 
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3.6 Conclusion 
This chapter has described in detail the methods used in collection and 
analysis of the data; these processes occur simultaneously in grounded 
theory. Although the description is conveyed as a step by step process, the 
process of data collection, data analysis, sorting the data and re-analysing the 
data is ongoing. Grounded theory features doubling back and forth, even 
during the final stages, between the orginal data and the categories; therefore 
writing a description of this process is complex. The intricacies of data 
analysis are coupled with the complexities of the ongoing and unrelenting 
nature of the conditions these participants suffered and the principal strategies 
identified did not fit neatly into particular categories. These complexities add 
to the difficulties involved in attempting to write up the findings. 
In this chapter, the rationale for selecting each group of participants along with 
a brief profile of the participants and the procedure for analysis of the data has 
been given. Through the analysis of data, directions for which participants 
were to be interviewed emerged; thus, the theory was truly grounded in the 
data and was shaped by the data analysis. Descriptions of tentative 
hypotheses and how they were confirmed or refuted by additional data 
collection are given. By constant comparison the data were extended and the 
categories were developed and saturated. The categories which described the 
unbearable aspects of illness and injury, the progressive model of bearing 
illness and injury, and the core process are described in more detail in 
Chapters Four, Five, Six and Seven. 
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CHAPTER FOUR 
UNBEARABLE ASPECTS OF ILLNESS AND INJURY 
4.0 Introduction 
The concern of this research is to determine the means by which sufferers 
bear or endure the experience of illness or injury. Chapters Four, Five and Six 
describe the findings from the data. This chapter discusses the aspects of 
illness or injury identified by the participants as unbearable. Chapter Five 
describes three phases of an ongoing illness and injury trajectory, entitled: "A 
progressive model of bearing illness and injury". Chapter Six describes the 
three principal strategies: protecting, modifying and boosting that were used 
throughout the trajectory of illness and injury. Finally Chapter Seven details 
the core category, limiting the boundaries of suffering, which describes the 
basic social process used by the participants to enable them to bear their 
circumstances. 
Components of this chapter have been published as a preliminary work 
entitled "Unbearable incidents: failure to endure the experience of illness" 
(Dewar & Morse, 1995). The focus of that article was to describe failure of 
participants to endure the experience of illness and to describe how problems 
accumulated and how the participants reacted to such accumulated problems. 
This chapter extends that preliminary work and describes particular problems 
that were presented in the article in greater depth. 
During the interviews, participants spontaneously described what they 
considered to be the worst aspects of enduring illness and injury. These 
aspects have been grouped together and termed the unbearable aspects of 
illness and injury. Numerous problems were identified and some participants 
had experienced more than one problem. Because illness and injury are 
dynamic situations, for some participants the unbearable aspects changed 
over time; therefore, it was not possible to place the problems in order of 
87 
priority. In this chapter, examples of these problems have been given with 
verbatim quotations to depict the complexities of illness and injury. These 
quotations are important as they illustrate two important facets. First, 
quotations indicate the feelings of the participants as they encountered the 
unbearable aspects. Second, the quotations indicate that the participant's 
view of the worst aspects may be at variance with perceptions of other 
unaffected individuals about the worst aspects of illness and injury. In 
response to these unbearable aspects, the individuals had to develop 
strategies to bear their circumstances; thus, they were able to preserve 
themselves by limiting the boundaries of suffering. 
From the comments of the participants, living with illness or injury required 
many adjustments. Moreover, the process was ongoing, constant, very 
demanding and must be managed with decreased physical resources. The 
facets of the illness that cannot be changed must be endured: "No matter what 
you do you must consider the illness" (Ralph). Frequently new symptoms can 
appear or existing symptoms can be exacerbated. As well, if resources that 
have assisted the individual are lost or strained, then the burden is increased. 
There is no escape from the situation. According to Sally, "time out" or time 
when the illness was not there was very desirable, but was not possible. 
4.1 An overview of unbearable experiences 
These unbearable aspects of illness and injury are divided into intrapersonal 
aspects, that is, things relating to the individual (see section 4.2) and 
interpersonal aspects, that is, things that arose from the participants' 
interactions with other people (see section 4.3). lntrapersonal aspects are 
categorised into financial and employment restrictions, physical problems and 
emotional problems. Interpersonal aspects relating to others were categorised 
into aspects relating to family members, health professionals, friends and 
strangers. 
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4.2 lntrapersonal aspects: unbearable aspects related to the indMdual 
Unbearable intrapersonal aspects arose from within the individual and were 
issues and problems that the sufferer had to learn to manage or to endure. 
4.2.1 Financial and employment restrictions 
Financial restrictions significantly affected the quality of life for some 
participants, particularly those who are disabled. Sufficient financial resources 
enabled participants to obtain important assets such as additional living space, 
assistance with personal care, recreation and transportation. Financial 
resources increased independence and lessened dependence: 
I always tell people if you are going to be disabled be rich. If we 
had the money I could make many modifications and I would 
have more space to move around (Margaret). 
Inability to be employed decreased the participants' opportunities for social 
interaction, and accentuated feelings of being devalued. Motivation to work 
was curtailed by physical restrictions: 
I'd love to have a job, but a job that lets you work around your 
disability. You couldn't keep a job if you have to have every 
second day off because your bowels aren't working (Joe). 
4.2.2 Physical problems 
There are many physical problems associated with illness and injury. For 
these participants, they included: dependency, pain, fatigue, recurrence of 
symptoms and disfigurement. The following section expands upon the 
participants' experiences with these problems. 
4.2.2.1 Dependency 
Losing physical function meant losing physical independence and forced the 
participants to rely upon other people. Participants with compromised mobility 
commented on their dislike and distress at being dependent. Loss of 
independence limited spontaneity, flexibility and autonomy. Arthur describes 
his limitations as follows: 
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But everything you wanted like- go to the bathroom, to go to the 
toilet, to get dressed, to get a drink, to get a light, to get 
something to eat, it's all got to be supplied. You can't do a 
bloody thing (Arthur). 
Being dependent meant seeking help from other people: family, friends, 
strangers and health care workers. Having to depend upon caregivers meant 
losing control over one's personal self, which included intimate physical 
functions such as bathing and elimination. Margaret described her feelings 
about losing her independence and having the personal aspects of her care 
performed by others. As she states: "They owned my body - almost". 
The stress of being dependent was magnified if caregivers, who were family 
members, had to perform the very personal aspects of care. Gladys 
comments that it was upsetting to have her husband wipe her bottom: 
It is still very hard to do something like that for someone and not 
be a little bit repelled [laugh laugh]. But eventually- it wasn't that 
long after I got out of hospital that I was able to do that [for 
myself], probably only about 2 weeks in all if I thought about it. 
I worked out a system with my left hand wiping my bottom from 
the front instead of the back. And I think after that happened to 
me I was able to start going to the toilet by myself, I felt a lot 
better (Gladys). 
For the very disabled participants, who did not have live-in caregivers, 
activities of daily living, such as getting up in the morning and retiring at night, 
had to be scheduled in advance. Recreational opportunities were restricted 
for some participants because of the difficulties in travelling from one place to 
another and because recreation was considered a luxury, if money was a 
problem: 
So you keep on fighting. Some days it - you get really annoyed 
when you can't do things. You want to go out somewhere and 
some of its arranging to do that. You plan the day ahead to go 
anywhere and - ah that's annoying too you know. And I just want 
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to get up and go. You know, can't do that any more, unless you 
have got someone that's living with you - that's got a licence 
(Dick). 
A major problem associated with dependency that the participants felt 
vulnerable in their interactions with others. Insensitive comments added to the 
feelings of being devalued: 
I had seen my friend L. [a nurse] she was doing area A and so 
I went down to see her and get my bag emptied. You know my 
bag was chock a block full. I don't know how I didn't burst the 
urine out. I made it down and this sister [nurse] is sitting there 
at the station and I went to wheel around the corner and she 
said, "Where are you going?" I said, "I am going to see L." 
"Oh, L has got too much work on her hands at the moment, she 
is busy", she said, You get back up in your room and watch TV 
and wait till your nurse comes back". I was nearly going to say 
something to her but I might have ended up losing my temper at 
her and that, - which I didn't. Some places, if you blow your 
stack at them, they kick you out (Dick). 
As a result, many participants were critical of their caregivers particularly if 
health care workers did not listen to the participant or if they were careless or 
inconsiderate when administering physical care. 
Losing physical functioning was difficult but some aspects were considered to 
be more frightening than others. For example not being able to swallow or 
having compromised breathing were considered to be particularly frightening 
as Margaret describes: 
And then I couldn't swallow for 6 weeks. I lost swallowing 
somewhere in November. And all I could do was sort of struggle 
to get one of these little high calorie puddings down once a day -
and that was sort of about it. And I had started to feel healthier 
and all and this just really messed it up. This was probably more 
frightening than not being able to walk (Margaret). 
4.2.2.2 Pain 
Of the physical symptoms, pain was one of the most pervasive and was 
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considered to be one of the most troublesome. Pain also diminished the 
energy that the participants had to cope with their illness or injury. Enduring 
pain from non-life-threatening conditions was worse than the fear associated 
with cancer. As an illustration, Gladys describes the extreme pain associated 
with her neurological condition and compares that pain to the pain associated 
with her breast surgery: 
I don't think I bore it very well I cried a lot. And the doctor I had 
was a lady, she was very nice to me and said it is part of the 
grieving process but I had these terrible - why me? why me? all 
the time. It is a very, very, very painful. Very, very painful not 
like - I mean this, [points to breast] nothing like it as far as 
suffering is concerned. A lot of it is really very, very, very painful 
(Gladys). 
Anticipation of pain accentuated the fear surrounding the participants' 
conditions: 
And if you have a lot of these types of ulcers, you couldn't walk, 
it would be unbearable. That was almost intolerable. Knowing 
that I have a life-threatening disease was tolerable, I think mainly 
because it's not tremendously painful at this point (Rose). 
Pain promoted suffering because it was problematic to manage and, at times, 
as this quotation illustrates, impossible to be relieved: 
But again, when you're in that state of mind because the pain is 
so horrendous all you want is this pain to go away. I used to sit 
there and bang my head against the wall - {umm}. Just because 
that would numb it. I had nothing else to worry about. I can 
remember doing it. I'd sit there banging my head against the 
wall. I'd go and in the shower with the water running and bang 
my head against the tiles (Mary). 
Despite reports of fear and extremely physical discomfort, unfortunately pain 
was, at times, a symptom that health professionals did not accept that the 
participants were experiencing: 
I said that it hurt! And they wouldn't believe me, as they said I 
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couldn't feel (Joe). 
4.2.2.3 Fatigue 
Coping with fatigue was trying, because it affected participants' abilities to 
manage their activities of daily living. This, in turn, affected their ability to 
endure their illness: 
Because you don't feel as good as a normal person, you feel 
down in yourself because you haven't got the good supply of 
blood going around your body. Some days you feel that you 
want to do something different, - so you have to sort of pick your 
self up, to feel better. You have to put a bit of effort into not 
worrying about how you're actually feeling and try to go out and 
do something and feel that bit more positive about the way you 
are feeling (Ralph) . 
. . . because I'd love to do some kind of work, like even being able 
to talk to those physiotherapy students and the nursing students. 
That's sort of something that gives me a lot - and I would love 
to, -you know, make it economically viable somewhere. But my 
fatigue level just makes it impossible to go searching and so I 
end up sort of trapped in the house because transportation is 
difficult. My body gives out before my mind does, but even that 
gets tired more quickly than I'd like it to. Often when I'm right in 
the middle of something important - and then I just can't, - you 
can't make it go any further and I find that just can drive me 
bonkers. But I'm not sure that anyone has the capacity to truly 
know what that can feel like and that even seven and eight 
years later, like it's been for me, - I think there's an assumption 
that you have - even if you accept it, it still doesn't make it okay. 
And it can still be difficult (Margaret). 
4.2.2.4 Recurrence of symptoms 
Participants (Sally, Fred, Gladys and Margaret) described how enduring the 
initial illness was difficult enough but when the illness recurred this was 
especially difficult to bear. Recurrence of symptoms meant that the initial 
strategies used to bear the condition must be re-employed. At this stage the 
sufferer had diminished physical and emotional resources to manage the 
circumstances: 
Probably the hardest thing to come to terms with in the whole 
thing, was the second time I got sick{umm}. The "Why me's", -
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this has already happened once why does it have to happen 
again (Sally). 
Suffering a recurrence was even more difficult when participants had been re-
assured that the crisis was over: 
I thought not this again! Because you know I had been 
reassured. And I believed it was OK there was nothing in the 
lymph nodes and I was fine. So it was a great disappointment 
really. And I did react accordingly. I was disappointed and I had 
a bit of weep - I was not only disappointed I was disappointed 
and I was proper sorry for myself and I was also angry that it 
had happened! I think I felt they could have taken some 
responsibility for it (Gladys). 
4.2.2.5 Disfigurement 
Changes in physical appearance were difficult for some participants (Margaret, 
Ruth, Joan) who described disfigurement as more stressful than they had 
expected. Only one participant (John) indicated that it did not bother him to 
lose his hair from chemotherapy. Deterioration in physical appearance was 
one more aspect of illness or injury that had to be endured, and was of 
concern to most participants. The following quotation illustrates that there is 
very little support from the media for people who are disfigured or disabled: 
Everything you saw in a magazine, everything you saw on the 
television set, was geared to beautiful, young, mobile people -
and that I didn't fit into. You could start to be 40 but you had to 
be physically fit and some one who was bald and in a wheel 
chair, didn't fit into even below the 0 scale on that type of a 
thing. And I found that, - I was just really lost with it and I was 
really upset by it. I found that really surprising that the impact 
was so strong. I felt very unattractive and undesirable. My 
husband had never said anything one way or the other, but I 
watched and felt very insecure (Margaret). 
For the participants who suffered from mastectomies there was a varied 
reaction to the disfigurement associated with a mastectomy. Some felt 
maimed while others indicated that they did not feel that way at all: 
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I hated what I saw and I think because I love order and 
symmetry and things like that I found that very very difficult to 
take. We have a mirror on the back of our bathroom door- it is 
a good idea and it is not a good idea - but progressively, I think, 
as you heal- I still did not come to grips with it - I learned to live 
with it but I don't think I'll ever accept it. In fact, I think I would 
prefer to be bilateral, that is my feeling because then at least 
you would look at yourself - symmetrical (Ruth). 
This quotation illustrates the opposite reaction: 
I do not have a problem looking at myself, at my body, my 
husband doesn't have a problem with that (Edith). 
4.2.3 Emotional problems 
There are many emotional problems associated with illness and injury. 
Emotional problems described by the participants were feelings of uncertainty, 
feelings of frustration and anger, realising the illness is permanent and mood 
instability. A further major source of emotional upset for the participants was 
their concern about burdening others. 
4.2.3.1 Feelings of uncertainty 
Uncertainty about the future was a facet of bearing illness and injury that 
affected all of the participants in this research; all illnesses and injuries had an 
element of uncertainty. For example, suffering a spinal cord injury meant a 
predisposition to infections, particularly of the chest and urinary tract, and to 
the possibility of developing pressures sores. A diagnosis of cancer always 
meant uncertainty, as for those participants who had had their cancer arrested, 
there was the fear that it could recur. 
I am not stupid, I know what can happen (Marge). 
These views about uncertainty are supported by stories from the literature, for 
example Rollin, in her book Last wish states her ever present concern that her 
cancer might recur: 
Before cancer you know you're going to die of something some 
day. But you know this through gauze, the way a drunk at a bar 
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knows where the door is. After cancer you know where the door 
is. And no amount of alcohol or turning away keeps you from 
knowing. Every person who has cancer has a favourite fantasy-
to die of something else. Yet even when cancer goes away, 
even when they use a powerful rat poison (chemotherapy) to 
make it go away, cancer cells, like rats, tend to return and 
multiply. And eventually kill. Didn't I know that myself? I knew 
it and lived with it: I know it and live with it still. Living with it 
means every time you get, say, a sore throat you think maybe 
it's in your throat. Then you scold yourself, That's silly, it's only 
a sore throat. Everyone gets sore throats. And soon your throat 
stops hurting and it turns out it was only a sore throat. So you 
relax. Until the next sore throat (Rollin, 1985, p. 79). 
Night time particularly promoted uncertainty. Participants outlined how during 
this time their fears and concerns were magnified and social support was less 
available: 
Oh for two or three years. It was very rough for me. I'll tell you 
why. Daytime wasn't so bad. But damn those nights! You go 
to bed and - couldn't sleep. I knew there was something 
seriously the matter with me, but I didn't know what! The doctors 
didn't know! Suspense like that is not easy to take, you know. 
The days were OK but those damn nights were bad (Harry). 
About my bad moments, middle of the night waking up and 
thinking I am too young to die (Marge). 
When the cause of participant's symptoms had not yet been identified this was 
a particularly difficult time. Participants with Multiple Sclerosis (Margaret and 
Harry) had endured a long time of uncertainty and a series of painful tests 
prior to their diagnoses. This uncertainty was anguishing to both participants 
who knew that something was wrong but they did not know what was causing 
their problems and no one could diagnose their problems. 
Harry comments that the suspense of not knowing what was wrong was much 
worse than finding out about his devastating illness: 
You know it is not very nice to be told you have Multiple 
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Sclerosis but I welcomed it! At least I knew what was wrong 
with me (Harry). 
4.2.3.2 Frustration and anger 
The participants became frustrated because they could not function as they 
wished; performing tasks either took longer or could not be done at all. 
Frustration was a problem particularly for the disabled participants: 
Dealing with the frustration, that's the biggest thing, like you can't 
go out and do things with other people sometimes, it is just 
impossible, so as I said before, you learn to live with it. You get 
used to what you can do (Pete). 
Some days I get up in the wheelchair perfectly. Then other days 
it could take me a good half an hour or more to get in the right 
position. That makes me frustrated, I start to lose my temper 
because you are getting lent forward (Dick). 
As described previously one unbearable aspect was feeling dependent which 
accentuated feelings of helplessness and powerlessness. Being in a 
dependent position promoted a degree of anger. This anger was caused by 
being upset at themselves for being in this dependent position, exacerbated 
by frustration at their inability to do things for themselves and accentuated at 
having to rely upon others for help. Dependence promoted anger which was 
difficult to relieve. Gladys describes her anger about being dependent: 
But it was the dependence I think I mean - I really felt terribly 
dependent and I felt terribly dependent on my husband as well. 
And that used to make me wild I used to get very angry about 
that (Gladys). 
Those participants who did not have any outward change in appearance 
particularly those with chronic pain and chronic fatigue had uniquely frustrating 
problems. These participants indicated that people were not supportive of 
them because they appeared to be physically healthy and, people did not 
always demonstrate tolerance and understanding. The following quotation 
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describes that feeling: 
Probably the most annoying or frustrating thing is not so much 
doing things, although that can become very frustrating. But it is 
that fact you look normal but in the right sense you are not 
normal. You can't fulfil a normal function or lifestyle even 
though, to the rest of the world, you appear that you could. -
even if you are confined to a wheelchair permanently, the rest 
of the world can see that you are - at least you have their 
understanding and they know straight away when they see you. 
Well you can't do this, you can't do that and that is okay. And 
they don't think twice. Whereas if you look able- bodied and you 
can't - you know, - they are expecting more of you then you can 
really do. So there is that pressure I suppose, more then 
anything else (Sally). 
4.2.3.3 Realising the condition is pennanent 
It is possible to live with a condition and learn to manage it but, accepting that 
there is no cure is a complex process as Mary and Harry describe: 
Well, I no longer became suicidal but - and I started to manage 
and cope with the pain but coming to terms with the fact that I 
would probably never get any better was a different story. And 
that really is the hardest thing. You have to learn to give in to 
what is happening and again I suppose it is a personality thing, 
I don't have that sort of personality. I'm more of a fighter and, -
so in some ways I made things worse by fighting the pain-
actually made it worse. It was best to give in to it and then the 
pain levels would settle down and you also settle down (Mary). 
Even now once in awhile I see someone walking. And I keep 
thinking - Gee I wonder what it would be like to be able to walk. 
I haven't done it for years. So you know what I mean, you do 
learn to accept it. You feel a little rejection and it's not nice. But 
what else can you do? (Harry) 
4.2.3.4 Mood instability 
Some participants (Margaret, Joe, Sally and Mary) described changes in their 
moods and they were distressed by these changes. There was little that could 
be done about these aspects of illness but to learn control strategies. The 
participants' comments suggest that these experiences are very worrying: 
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Because I worry so much about the mood swings, about the 
short term memory loss, the speech difficulties, those kinds of 
things are so frightening (Margaret). 
The mood swings are terrible. You have to learn to control your 
moods and that is difficult because you have a headache all the 
time or you have a leg ache all the time. So you tend to get 
very annoyed and very upset and really can't be bothered doing 
anything. {A-ha}. You know, you have days where you wished 
you were on your own and you didn't have a husband to cope 
with or family to cope with or meals to worry about. They expect 
you to do those sort of tasks. That's the expectations. They 
expect you to function as a wife and as a mother and those 
functions often are very difficult to perform (Mary). 
4.3 Interpersonal aspects: Unbearable aspects related to others 
Participants indicated that influence of others was powerful and at times 
affected them profoundly. These experiences related to the participants' 
descriptions of the most difficult aspects of their interactions with others. These 
experiences have been divided into two major categories; firstly, the response 
of others to the sufferer (see section 4.3.1) and, secondly the response of the 
sufferer to others (see section 4.3.2). 
4.3.1 The responses of others to the sufferer 
For the purposes of this study, others are considered to be family, friends, 
stranger and health professionals. 
4.3.1.1 The responses of the family 
Family members had their own problems to bear as they witnessed their loved 
one's suffering. In turn, participants had to bear the trauma of their families' 
responses to their illness or injury. Many of the difficulties that the individual 
participants had bearing their illness and injury were mirrored by the family. 
Families responded in various ways, and one response was to withdraw: 
My aunts and uncles I don't see any more since my mother died 
(Joe). 
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Another response of family members was anger, particularly if family members 
did not fully understand the implications of the disease condition. Family 
members would release their anger by quarrelling with the sufferer and 
sometimes the sufferer was blamed for the illness or injury. Margaret 
comments on her father's reaction when she attempted to obtain his 
assistance to install a mechanical lift into her house instead of a ramp. She 
had advised him that the lift would be more beneficial to her as she 
deteriorated: 
My father became very angry said if that was my attitude, that 
I was going to get worse, no wonder I wasn't getting any better 
(Margaret). 
4.3.1.2 The responses of friends 
Several participants (Ruth, Joe, Dick, Fred, Margaret and Gladys) indicated 
that their relationships with their friends were affected by their illnesses or 
injury. Participants commented that some of their friends withdrew or their 
relationship changed; sometimes friends visited only because they felt it was 
their duty. Duty responses were difficult to bear: "I object to sympathy, I'd 
almost rather have an apathy" (Fred). Ruth cited an example of people 
crossing the street so they would not have to speak to her. Participants 
indicated that, although they were aware that people stayed away because 
they felt uncomfortable in the sufferer's presence, the reactions of friends was 
one more aspect of illness and injury that was difficult to bear. Having to 
manage these reactions increased the burden of illness and made participants 
feel devalued. 
Feelings of being devalued were compounded when participants received 
insensitive responses such as complimenting the family for staying with the 
sufferer instead of the sufferer for what they were enduring. Margaret said: 
People who knew us said that I should be grateful that my 
husband did not leave me. They were probably giving him some 
kind of a compliment but to me it was - if I can't walk I obviously 
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have no value, - I should be grateful to be here. To have to live 
as a grateful person is not a very good way to live (Margaret). 
4.3.1.3 The responses of strangers 
Participants indicated that even strangers' comments had the power to affect 
them. Disabled participants commented that often people did not speak 
directly to them but, instead, spoke to the person who accompanied them. 
Disability and disfigurement meant that people stared even though they 
pretended that they did not. Being treated in this manner led to feelings of 
being set apart from the mainstream of society. Some of the comments made 
by others suggest that people deny disabled persons the same social status 
as able bodied people: 
How can she get married? How is she going to manage? 
People in wheelchairs don't have sex. Disabled people don't 
have sex. People are so misguided (Esme). 
Insensitive comments suggest that other people did not appreciate the 
situation that the sufferers were enduring: 
Some people come up to you and they say we know how you 
feel. We know what you are going through and all this which is 
a load of .... I hate it when you are out somewhere and you're at 
a party and someone comes up to you and says, I know what 
you are going through and all that. Then you get people that 
say, I wish I was sitting in the chair where you are. You get 
around better. Lot of - not old people, people around their 60s 
come up and say, Oh gee I wish I could have your wheelchair 
to get around with. I'm saying if you want the wheelchair give 
us your legs will you so I can get up and walk. It makes you 
feel funny that they want to get your wheelchair and - I'd rather 
be walking around all that (Dick). 
4.3.1.4 The responses of health professionals 
Many participants indicated that they had an encounter with health care 
professionals that had provoked a range of feelings including vulnerability, 
anger, disappointment, worthlessness, and powerlessness. The responses of 
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health professionals that participants found difficult to bear were insensitive 
care and comments, disbelieving participant's symptoms, failure to provide 
adequate information and lack of knowledge about the participant's condition. 
4.3.1.5 Insensitive care and insensitive comments 
Margaret reported a very upsetting experience with health professionals. 
Because she had such vague and undefinable symptoms, it was not possible 
to diagnose her illness for quite sometime. When the final diagnosis of 
Multiple Sclerosis was made her immediate request for advice about managing 
her condition received the following comment from her physician: 
And my questions at him were: "Well, are you sure?". And, 
"What do I do now?" And his answer was that there really wasn't 
much I could do. It was not curable, not really treatable and at 
this point it wasn't really severe enough to even do much in the 
way of testing. So not to do anything. And so there really wasn't 
any particular way to deal with it. "Do I come back? There has 
to be something!" It seemed like you don't get told nothing from 
it and he just shrugged and said: "I guess you can come back 
if you go blind or lose bladder control". And then he had to go 
and answer his phone, so I was sort of sent out of the door with 
that. I was absolutely stunned (Margaret). 
When health professionals compared the participant's suffering to other 
patient's conditions, participants indicated that this was especially insensitive 
and made them feel unimportant: 
And then he made a comment to me: "You should see some of 
my other patients." Like he was just saying to me that I wasn't 
really important. I just looked at him and never went back to 
him. I told him I didn't want to be like his other patients. I just 
think that's a terrible thing to say to somebody. I never meant 
to say that I was worse off than anybody else. I just wanted to 
learn from him how I should handle it, how I should work with it, 
so I wouldn't get real bad. So that is intolerable to get that from 
a doctor [laughing] (Elsie). 
Participants disliked care that was insensitive or did not account for them as 
individuals: 
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But for me- I wanted to be able to look after myself entirely. I 
did not like to be pushed and prodded and bathed and that kind 
of thing. I really like my personal independence (Margaret). 
4.3.1.5.1 Disbelieving symptoms 
Failure on the part of health care professionals to understand the amount of 
pain and suffering that participants endured were considered unbearable 
circumstances. Those participants vague symptoms were those with chronic 
pain, and Chronic Fatigue Syndrome (CFS) and all the neurological conditions 
including spinal cord injury. Some participants (Margaret, Gladys, Joe and 
Sally) indicated that they had experiences where health professionals did not 
believe their symptoms. Margaret reported that one physician advised her to 
seek psychiatric care for stress. Being disbelieved enhanced feelings of 
mistrust and self-doubt and participants became reluctant to seek care or to 
discuss problems. 
Not being believed by caregivers increased the stress and the vulnerability and 
established an adversarial relationship between patient and caregiver: 
She (the nurse) thought that I was bunging it on (Gladys). 
When health professionals did not listen, and did not appear to understand the 
participants' problems, the implications for the participants could be 
dangerous: 
Some of them know what to do- You just gotta only tell them 
once and they do it really good and other people you tell them 
all the time know how to do this and how to do that not to do 
this not to do that. Before I had the operation they weren't 
supposed to pick my feet up because my legs would start 
spasming. And this one I told her and she wouldn't listen she'd 
lift the legs up and my legs would start spasming. She'd - it 
would slip out of her hands and fall back against the foot plates 
and [I said] You gotta watch and don't take any skin off or 
anything like that and or give me any bruises (Dick). 
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4.3.1.5.2 Inadequate infonnation 
Participants (Elsie, Joe amd Margaret) cited situations of requesting 
information from health professionals and of their feelings when it was not 
available or was insufficient to meet their needs. Receiving inadequate 
information, particularly when the participants wanted more data, increased 
fear, anxiety and promoted dissatisfaction and anger. 
This quote also indicates an underlying anger at health professionals for not 
supplying adequate information: 
I couldn't get anyone here to talk to me. That was the worst 
part!. Then I did have a friend who had breast cancer. She got 
out all of her books. But I think that was the worst part of it! 
That stage where you know it's there and all of a sudden, 
nobody wants to talk to you now. I didn't have anyone except 
for my friend who brought me the books and I could read about 
it (Elsie). 
Incorrectly diagnosing symptoms was a type of inaccurate information. This 
participant also describes her reaction in response to a misdiagnosis of her 
condition: 
Until you went through something that you didn't really have to 
go through, and that to me is upsetting. I mean, if it were 
something that were caused by your disease and you knew that 
is going to happen to you, fine. But if you have something that 
is caused by an incorrect diagnosis that a doctor makes and you 
are tolerating that kind of pain, it's hard to tolerate. And you 
remember it a long time afterwards. Now I don't remember the 
terrible pain I had in my spleen. That's gone and I don't think 
about that at all. Because the chemotherapy took that away. 
But I remember the pain in my ankles mainly because it was the 
doctor's fault that I had the pain that I was going through. A 
different kind of pain to tolerate (Rose). 
4.3.2 The response of others to the sufferer 
Participants indicated their concern about burdening others. This was 
particularly concerning for those individuals with reduced mobility or limited 
ability in managing their own activities of daily living. The feeling of burdening 
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others magnified their own limitations and added to their distress: 
Yes, you are a burden, especially when you see what has to be 
done and all the jobs that you used to do have to be done by 
somebody else. Especially when you're sick and the other 
partner is looking after you and you do become a burden 
(Ralph). 
You increase the workload upon someone else. And you're 
getting back to that part where it's not only the person that has 
the accident is condemned virtually to a wheelchair through no 
fault of other people. It's just bad luck. But there is a whole 
chain of people that are affected by the misfortunes of the 
person that winds up in the wheelchair. And whether it be the 
wife or the kids. I feel even the kids miss out on a fair bit too, 
you know. Things that you can't sort of really do with the kids 
(Arthur). 
Witnessing the suffering of their families was very difficult. For many 
participants, this increased their own suffering: 
Unbearable, the only thing that I could say probably there again 
was to watch what my family went.through, watch my husband 
go through. It was very difficult I mean as much as I said he was 
very supportive which he was - but he is a very sensitive man 
and he takes everything - and I was his life, we are each others 
lives. And it was hard for me that part was very unbearable. I 
had a really hard time with that at times (Edith). 
A further stressful concern was not being able to provide support for family 
members. This support included emotional, financial and physical care for 
children and partners. These quotations illustrate the despair and anguish of 
the participants: 
... but the heartbreaking thing is not being able to- like, me son 
sat on the edge of my bed, I was in an edgarson bed at the 
spinal unit and my son sat up on that and I thought he was 
falling - but he was just sliding himself of the edge of the bed, 
see. Me thinking he was falling and I jerked, - I lifted me head. 
I didn't realise all this weight was behind me. Thinking that he 
was falling I panicked and lifted me head up, jerked me neck a 
bit more and that didn't help. {Oh}. That is the hardest thing, is 
not being able to give the kids a cuddle or something like that 
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you know and not being able to scratch your nose or get rid of 
a cockroach off your chest or something like that you know 
(laughs) (Dick). 
Like - like your kids, you don't see them - you see them grow up 
but you don't see them grow up like a normal person would 
(Arthur). 
If support was not available from other sources such as family members or 
even the health care community, the burden was even greater on the 
participant's family. Feeling that their family was being burdened, and not 
supported, accentuated feelings of dependency, guilt and isolation: 
My spouse's family are not supportive of her (Ralph). 
I really think without help for them, for whatever partner, without 
help for them I think it's pretty damm bloody hard (Arthur). 
4.4 Summary 
This chapter has outlined the aspects of illness and injury that were 
considered by the participants to the worst. These aspe·cts have been termed 
unbearable. These aspects involved intrapersonal and interpersonal problems. 
Unbearable aspects varied between participants, as participants with the same 
health condition had differing descriptions of their reactions to the same health 
condition. The unbearable aspects also changed over time as the illness or 
injury changed. However, identifying the worst aspects gave the individual a 
reference point in the process of bearing illness and injury. Many of the 
unbearable aspects were related to the inability to perform social roles or were 
accentuated by the participant's interactions with others. This highlights one 
of the tenets of symbolic interactionism that suggests that the concept of self 
is developed through interaction with others. 
This chapter is significant because it indicates that perceptions of unbearable 
aspects of illness and injury can markedly vary between sufferers and health 
profess.ionals. Thus it is helpful to enhancing the awareness of health 
professionals of the problems of individual sufferers and to draw attention to 
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situations when health care professionals can exacerbate the suffering that 
they are attempting to relieve. This point will be developed further in the final 
chapter on implications for nursing. 
Chapters Six and Seven detail the strategies that were used by the 
participants to bear the aspects that were considered problematic. Chapter 
Five utilises a trajectory of illness and injury with phases to illustrate the major 
turning points and situations that occurred across the spectrum of illnesses 
and injuries experienced by the participants in this research. 
107 
CHAPTER FIVE: A PROGRESSIVE MODEL OF BEARING ILLNESS AND 
INJURY 
5.0 Introduction ................................... 109 
5.1 Becoming aware . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 110 
5.1.1 Finding out the diagnosis . . . . . . . . . . . . . . . . . . 110 
5.1.2 Responding to the diagnosis . . . . . . . . . . . . . . . 112 
5.1.3 Disclosing . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 117 
5.1.3.1 Advantages and disadvantages to disclosing . 118 
5.1.4 Acknowledging . . . . . . . . . . . . . . . . . . . . . . . . . . 120 
5.1.5 Summary .............................. 123 
5.2 Facing reality . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 123 
5.2.1 Recognising the limited choice . . . . . . . . . . . . . . . 127 
5.2.2 Giving up unrealistic expectations . . . . . . . . . . . . 128 
5.2.3 Advantages in facing reality . . . . . . . . . . . . . . . . . 130 
5.2.5 Summary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 132 
5.3 Moving forward . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 132 
5.3.1 Becoming informed . . . . . . . . . . . . . . . . . . . . . . . 133 
5.3.2 Planning . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 136 
5.3.3 Enduring day to day . . . . . . . . . . . . . . . . . . . . . . 137 
5.3.4 Summary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 139 
5.3.6 Conclusion . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 139 
108 
CHAPTER FIVE 
A PROGRESSIVE MODEL OF BEARING ILLNESS AND INJURY 
5.0 Introduction 
This chapter describes a progressive model of bearing illness and injury. The 
model outlines the circumstances that participants had to manage from the 
time of finding out that they had a problem through to living with the condition 
on a day to day basis. Although described as a process with phases, the 
complexity of illness and injury means that these phases are not completely 
finite. The end of one phase links into the next phase which illustrates that 
the transitions are not distinct. As exacerbations and remissions characterise 
both illness and injury, there are ongoing changes that must be continually 
managed. 
Three major phases were identified in this process of bearing illness or injury. 
The purpose of describing these phases was to further indicate the difficulties 
of the experiences at each phase and to characterise any major turning points. 
The phases were becoming aware, facing reality and moving forward. 
Becoming aware describes the participants' experiences in finding out that 
they have an illness or injury. Facing reality was a turning point whereby the 
participant accepted the reality of the situation. Moving forward illustrates that, 
despite the problems, individuals were able to continue on with the lives. 
Each of these phases is described in detail below. Extracts of the participants' 
interviews are included to highlight the description of the developing model. 
The relationship between these phases and the core category is described. 
The core category or basic social process that emerged was limiting the 
boundaries of suffering and the basic social problem was preserving self. The 
major categories which were major strategies used to limit the boundaries of 
suffering were protecting, modifying and boosting. These categories are 
described in Chapter Six. Chapter Seven describes the theory of limiting the 
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boundaries of suffering and compares the theory to relevant theories from the 
literature. 
5.1 Becoming aware 
The phase of becoming aware involves encountering the massive changes 
and adjustments involved in the initial transition from a well person to one with 
an illness or injury. Because of the frightening changes and possible future 
scenarios, this was a particularly difficult time. 
Becoming aware is described in four subcategories entitled: finding out, 
responding, disclosing and acknowledging. Finding out relates to the 
conditions under which the participants were informed of their diagnosis. 
Responding focuses on the various reactions that participants had in response 
to finding out their diagnosis, and disclosing considers the problems involved 
in telling other people of the diagnosis. Acknowledging marks the 
development of a full realisation of the implications or possible implications of 
the condition. Once the participants became aware of their conditions, they 
had to incorporate the information about themselves into their everyday life, 
and make decisions based upon the information. 
5.1.1 Finding out the diagnosis 
All participants, at one point in time, were advised of their diagnosis. Amongst 
the participants there was considerable variation with their experiences prior 
to finding out this information. Some had experienced vague symptoms for a 
time, others were suddenly made aware that they had a problem. For 
example, George learned that he had a possible malignant lump, when he was 
being treated for another condition. He was unprepared for the possible 
diagnosis of cancer: "That was the first time the word cancer had cropped up 
in my wildest dreams" (George). 
For those participants (Joe, Pete, Arthur, Joan, Mark and Dick) who were 
injured, their experience was one of sudden of trauma, followed by an episode 
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of acute illness then recovery, but with marked changes to their functional 
ability. Their experiences of finding out also varied. These participants had 
particular difficulties in understanding the implications of their injuries. 
Most of the participants were told of their conditions by their physicians, either 
by the telephone, or in face to face discussions. However, two of the 
participants, Fred and Margaret were informed, inadvertently, of their serious 
conditions by nurses. Fred over-heard the home care nurse on the telephone 
comment that his case was terminal: 
What really made me realise they couldn't do any more for me, 
was when a nurse came here one day. She wanted to talk to 
her superior on the mobile phone. [She] rang and said "Oh is it 
terminal", and Oh, it is terminal! [Fred's words]. And that is how 
I found out that they were stringing me along (Fred). 
Margaret was advised that a diagnosis would be made between a tumour of 
the spinal cord or Multiple Sclerosis (MS) following her spinal tap. If the 
diagnosis was MS, she would be given a course of intravenous steroids. She 
received confirmation of her diagnosis only when the nurses brought the 
intravenous steroids into her hospital room. She was never directly told at that 
time that she had MS. The health professionals caring for her did not provide 
any further information nor did they ask her how she was feeling about her 
diagnosis. Both Margaret and Fred felt upset at the manner in which they 
received confirmation of their serious states, and at the lack of support 
following this confirmation. 
All of the participants commented on the way that they had found out their 
diagnoses. Most participants believed that it was better to be told honestly 
what their problems or possible problems were. Being informed enabled them 
to think about how the condition would affect their lives and to make plans. 
None of the participants indicated that they wished the information had been 
withheld, in fact, they frequently indicated a desire for more details. 
Insufficient information, as discussed in Chapter Four, was considered to be 
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an unbearable aspect of illness and injury. 
5.1.2 Responding to the diagnosis 
Participants indicated a variety of responses to finding out their diagnosis. 
These responses included emotional and behavioural responses. Emotional 
responses were: shock, panic, disbelief and anger. Behavioural responses 
included: gathering data, limiting data, and shielding others. 
Finding out that one has a devastating illness or injury frequently precipitated 
an immediate emotional response. Participants (Edith, Rose, Ralph and John) 
described feelings of shock, panic, disbelief and anger. Commonly reported, 
were feelings of numbness: 
Numb, I found it unbelievable. It was completely out of the blue 
because I had no family history, because the first one had been 
so completely clear. It wasn't until I thought back about the 
oestrogen supplement that I realised that could have been the 
determining factor (Ruth). 
Other comments indicate feelings of panic: 
If you are panicked about your life, it doesn't make you a real 
pleasant person, and not patient. I mean, who could be patient 
if you have this thing growing inside of you? This is not a time 
for patience (Elsie). 
The following excerpts describe the emotional responses and feelings of 
vulnerability at receiving a diagnosis of a threatening condition: 
I remember when I got told - when I first came to the hospital 
that I had renal failure, I would admit it that the first thing I 
looked for was the window. I didn't know what was going to 
happen. It only lasted for a second or two, it's only a shock 
thing, but a lot of people feel that (Ralph). 
You're sort of stunned, I think, for the first week. But after I had 
a fairly positive attitude all the way - and the wife talked to the 
doctor and she said to him, "He's always been positive and I 
haven't seen him except for the first day, go down". He said, 
"Give him time, he will." -and that's a fair while ago now (John). 
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Some participants indicated that they were very upset. Harold indicated that 
he had a violent emotional response when he found out that he suffered from 
a serious heart condition, the same condition that killed his father and brother. 
He described totally losing control. 
I began to shout and throw things and had a real fit (Harold). 
Joe commented about being angry: 
I suppose I was pretty angry at the time (Joe). 
For some participants, these extreme emotional reactions tended to be 
momentary and, despite the terrible news, they continued with their day to day 
activities. However, these reactions were almost automatic. 
I think I was almost expecting it [the diagnosis of MS] and yet 
hoping that this would not be the case. I'm just assuming that, -
I just wasn't as stunned as you would think. I was also by 
myself and had just drove my car, got a babysitter, you know, 
just the ordinary things so there wasn't much I could do about it 
besides get myself home (Margaret). 
The experience of finding out that one has a illness or major injury is 
traumatic. These descriptions of the participants' emotional responses 
suggest that, those who have received traumatic information may not be in a 
position to make informed decisions, as they may not be able to absorb the 
information. The literature in this sensitive area has focused primarily on 
delivering, as opposed to receiving, bad news. Research describes the 
overwhelming emotions of the participants, their need for information, and their 
inability to absorb it (Beisecker, 1990; Quill & Townsend, 1991; Fallowfield, 
1993). 
Overall, the participants who were suffering from cancer or suspected cancer 
indicated that, although the impact of finding out about a malignant or 
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potentially malignant lump was devastating at the time, it did enable them to 
prepare themselves. These preparations involved planning how they would 
manage if their condition deteriorated. 
The response of all the participants to finding out their diagnosis was fear and 
anxiety. Most participants expressed a need for support from health 
professionals and for information to assist them to understand and make 
decisions. Gathering data was one immediate response of some participants. 
Sarah, Rose and John, who were diagnosed as having cancer or possibly 
having cancer, immediately collected information in an attempt to understand 
their condition and to prepare themselves for any difficult outcomes: 
So, I went home and proceeded to wait and one of the ways in 
which I deal with things is gathering information. So, I went to 
the library and started reading up on ovarian cancer and masses 
on the ovary, because I've always liked to know who my enemy 
is (Sarah). 
Gathering data also occurred if there was dissatisfaction about information that 
had been given to participants by health professionals. Elsie indicated that 
she was not able to gather information because being told that she possibly 
had cancer was quite traumatic, and she was unable to investigate for herself: 
Thank goodness that I had that one friend that had had the 
same thing. Because you don't know what your emotions are 
and you don't know what questions to ask. And it depends the 
doctor you go to and they have certain biases about protocols 
based on their experience. You may not get the whole picture. 
I don't have books on the bookshelf. I didn't even know what to 
look for. I was in such a state. I didn't feel like going down to 
the library and methodically look for things that would help me. 
I just wasn't able to do that (Elsie). 
Rose also indicated that she wanted information after she learned of her 
diagnosis: 
And I thought, well you know, it's something we'll have to accept 
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and find about. And of course, I called up the research 
institution I went to the doctor and he didn't tell me hardly 
anything. So I just picked up the telephone and called the 
research institution and said, "Tell me about this disease I have." 
They were extremely helpful. They told me everything they 
could tell me. They sent me pamphlets, they had the Leukemia 
Association send me all kinds of information so you learn a 
tremendous amount about what you have. I feel it's harder to 
accept something you don't know about (Rose). 
The participants who had been injured did not describe actively trying to find 
out about their conditions and the various implications. The implications 
unfolded as they encountered more and more difficulties in accomplishing the 
activities of daily living. Being told or simply being given the news about a 
condition was often not sufficient. Time was needed for the participants to 
realise the implications or, in Arthur's words, to "sink in". Arthur also explains 
his initial emotional response to finding out that he was a quadriplegic: 
And when they tell you , you think J ... C.... I can't really explain 
how - how you feel when they tell you. Because it's not like 
saying urn - hey mate do you want a glass of cold water or a 
glass of hot water. It's not just black and white. And as it's 
sinking in you're thinking of all the things, well not all the things -
your mind can't go that fast, but -just one problem after the 
other surfaces. {Mm}. You know you think- that's not going good 
and that's not gonna be very good. Then there's spin offs and 
spin offs and spin offs. There's the first problem showing up, 
then there's the next one, and the next one (Arthur). 
Margaret commented that when her physician told her that he suspected she 
had Multiple Sclerosis, she asked if she could come back to see him. He 
advised her she could come back if she went blind or lost bladder control. 
She was devastated at his response. Comments by participants in this study, 
support other studies that indicate that most patients want more information 
than they receive from physicians, but few patients demand it (Beisecker, 
Cobb & Ziegler, 1988; Beisecker, 1990). Beisecker (1990) found that 
physicians used strategies to limit and discourage patients from asking 
questions. Thus the patient is at a disadvantage first, from the emotional 
impact of hearing devastating news and, second, by not being able to gather 
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information adequately. A third disadvantage is the unequal power base 
between physician and client; whereby, the physician may not encourage 
questions. 
A further response to finding out was, initially, to block or limit the amount of 
information that they wish to know. One participant, George, indicated that he 
did not want to know about the possible implications of his type of cancer. 
This description by Betty Rollin in her book Last wish supports the view that 
patients may not want all of the information initially: "When I first got cancer 
I didn't want to know about dying or not dying until much later" (Rollin, 1985, 
p. 109). 
Participants with cancer, or those who were awaiting a pending diagnosis of 
cancer, frequently had an initial temptation to shield their significant others 
from the terrible news. Shielding was done either by not telling others or by 
modifying the information. George used the term "constructing the story" as 
a description of the information that he would tell his family about his 
condition. Other participants also indicated that they delayed telling their 
families: 
My family I didn't tell until after the week-end (Edith). 
Participants also protected significant others by minimising their own emotional 
reaction to the situation so that the significant others' pain would be minimised. 
One participant comments on her deliberate underplaying of her reaction to a 
pending mastectomy: 
So I just sort of swore under my breath and came home and he 
(my husband) said to me "Well?" and I said, "Fine" and he said, 
"Thank God" [And I said] "But- the breast has to go". You know 
and I didn't want the big deal of it. Because I think people 
around me are more sensitive than I am. So if I was that upset, 
they would be upset and then we'd all be upset for what? It 
wouldn't change anything so I suppose I kind of hide what I 
really- ,you know I wanted to scream and shout and cry. Which 
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I did after I woke up in the recovery room (Marge). 
Some participants did not have a choice about protecting their families. From 
the data there were several illustrations of participants' inabilities to protect 
their families; these illustrations include the following examples. First, some 
families were present at the time the news was received. Second, the family 
may have been aware before the person themselves depending upon how the 
news was conveyed, as an example one participant's husband was informed 
that she had cancer before the physician informed her. Third, the seriously 
injured participants were not well enough to consider protecting others. 
5.1.3 Disclosing 
Once an individual became aware of his/her condition, the decision of whether 
or not to tell others became a concern, others included family members, 
friends, work colleagues and acquaintances. Decisions about telling other 
people also involved decisions about how much to tell and how to tell others. 
For the sufferers of visible trauma such as burns, or disabling conditions such 
as a spinal cord injury, disclosing to other people may not be a choice; as the 
signs of injury are apparent. However, for these participants, telling becomes 
an ongoing process, because every time these participants encounter 
strangers; they must endure stares and reactions. This trauma is 
compounded when they must satisfy the curiosity of others about the cause 
of their injury. This ongoing process of telling others can become very trying 
as Arthur comments: 
One of the things that you really get sick of is people 
saying, "What happened to you?" That's fair enough but the next 
thing is you can almost have a list of questions what they're 
going to say. "How long have you been like that? How long are 
you going to be that way?" They haven't got a clue. Those 
questions are almost stock standard. "They'll say what 
happened to you?" that's fair enough. Then they'll say, "How 
long are you going to be like that for?" So there must be a lot 
of people out there that don't understand a spinal injury (Arthur). 
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It would seem that disclosing information was a conscious choice and that 
participants were concerned about telling others. Participants, in this research, 
either told many people, or told certain people. This study did not have 
examples of individuals who told no one. Clearly, the benefits of telling must 
outweigh the risks. Telling selectively meant that the participants were 
selective both in whom they told and what they told. This was a feature of the 
participants who either had cancer or suspected that they had cancer: 
I didn't tell my grandchildren until it was all over. I didn't want them to 
be - cancer is a very frightening word to some people, Anne. I just 
didn't want. I guess I wanted them to see, well it's - you know done, 
it's over with and she is fine. And maybe again that is indicative of the 
fact that - but I told the people at work they knew. It is just that, you 
know, family members that might have been a little frightened for me 
I didn't tell (Marge). 
5.1.3.1 Advantages and disadvantages to disclosing 
There are advantages and disadvantages to disclosing information about one's 
health status. Disclosing can generate support, encouragement and lessen 
some of expectations of one's usual social roles. As Sarah indicates: 
I debated telling people but I then had this group of people who 
did not expect me to be up (Sarah). 
Disclosing became problematic when the participant had to cope with the 
anxiety and fear that other people had for them. This increased the burden 
upon the sufferer and reversed the roles as the participants then had to 
become supportive of their significant others. Supporting others diminished 
the amount of energy that participants had available to manage their situation: 
I could tell (my husband) was having a hard time bearing it when 
he couldn't listen to me, when he would find reasons not to be 
there when he knew I needed to talk. And I found myself saying 
to myself, "He's having a hard time with this now, but I know 
he's coming back later after whatever he needs to do to get 
ready to hear some more stuff". And he always, he always 
came back, but there would be times when he would just say, "I 
can't listen to this", or "I can't be here, I have to go out" (Sarah). 
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My mother, who is a bit fragile, did not want to know about anything 
happening to me (Elsie). 
Disclosing to people outside of the family was also beneficial when it protected 
the family from the pain of coping with all of the sufferer's emotional 
outpouring. However, disclosing also meant exposure to the persistent 
questions of others. Comments from others, albeit often a demonstration of 
concern, served as a persistent reminder to the sufferer that they are not the 
same as they once were, and there has been a painful change in their lives. 
Ruth described how constantly answering the question, "How are you?" puts 
you back when you want to move forward. 
As work colleagues became aware of the participants' health status, some 
participants feared that they might be considered unable to function effectively 
at work. This point was also highlighted by Barbara Creature ( 1991) in her 
book Courage which describes her battle with ovarian cancer. Creature 
outlines that the cancer patient is concerned about carrying their share of work 
in the workplace. George describes the reasons for his hesitation about telling 
his work colleagues of his pending surgery for cancer: 
I was especially worried about telling people around here (work) 
because of the bad image that cancer has. Because I would 
just have to say the word and that would be it. They would be 
chattering about me forever or writing me off or whatever 
(George). 
Other participants, (Marge, Rose, and Elsie) indicated that sharing their 
diagnosis with their work colleagues was advantageous. These participants 
stated that it was beneficial to alert their employer to their condition in case 
·they required time away from work. Work colleagues were sometimes 
additional source of emotional support. As an illustration, following her 
mastectomy, Marge found that a colleague wanted to compare surgical and 
recovery experiences. Sharing their experiences was beneficial to both of 
them. 
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Therefore, it appears, from the comments of the participants, that disclosing 
is both beneficial and problematic and, that, when disclosing, the participants 
must consider the advantages and disadvantages. Disclosing could also 
reflect gender differences because the female participants seemed to be 
willing to disclose their diagnosis with their work colleagues, whereas, George 
was reluctant to do so. 
5.1.4 Acknowledging 
Being told that one has a medical condition and acknowledging to oneself that 
one has that condition does not necessarily occur at the same time. Several 
factors affected the participant's ability to acknowledge or admit to themselves 
that they suffered from an illness or injury. These factors were: knowledge 
and understanding about their medical condition, acuity of illness at the time 
of being told, and the degree of impact the condition had on their life. 
The participants in this research suffered from a variety of different conditions. 
Four different situations regarding being told a diagnosis and acknowledging 
the implications of that diagnosis emerged. These are described below. 
Situation 1. A participants may hear the words and understand the meaning 
of the condition and the implications of that condition. An example is 
someone who discovers a malignant growth, or potentially malignant growth, 
and clearly understands that they have a malignancy and that they must have 
surgery. Marge comments on her interaction with her physician: 
He said, "That's cancer all right". I said, "How do you know?" 
He said, "I can tell by the crusty feel of the needle" (Marge). 
Situation 2. A participant may hear the words and bee aware that the 
condition is serious but not really understand the meaning of the disease 
condition nor the implications for his/her lifestyle. Ralph, who was diagnosed 
with end stage renal failure comments: 
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I didn't understand what was wrong with me I just knew that it 
was something serious (Ralph). 
Situation 3. A participant may hear the words and understand the words but 
may not be able to understand the meaning for oneself, particularly if the 
information is devastating. Margaret, who was told that her type of Multiple 
Sclerosis meant she would not be able to walk again and that her life as she 
knew it was over, comments about the way she felt: 
Well, it was just on, you know - these rounds where they bring 
several interns and nurses, they tell you this and they leave. And 
I thought, well they might as well have told it to the person in the 
next bed. I remember their exact words, I understood it, but it 
sort of came this far (Margaret). 
Situation 4. A participant may hear the words and not understand the 
ramifications of what has occurred. For example, a participant may not 
understand the ramifications because of lack of knowledge, or if the situation 
is so horrendous as in a spinal cord injury, it may be too difficult to accept. 
Furthermore, all of the implications may not be known. During the acute 
phase of illness, participants who had received massive injuries were not well 
enough to understand the extent of their injuries and some of the implications 
were not immediately apparent. Arthur indicated that he was told his neck 
was broken but as he didn't understand the implications, he assumed that it 
would heal just as a broken arm or leg heals: 
I never knew anybody that had a broken neck before - I knew 
plenty of blokes with broken arms, legs and ribs and that, broken 
jaws went with it but not broken necks or broken backs. You 
know I didn't know anybody with that. And - that's why I thought 
when they said you know, broken neck, this will be a 6 week job 
or 8 week job and it'll all be over (Arthur). 
This quotation by Pete indicates how knowledge can affect one's expectations 
about the after effects of a condition: 
Two minutes after I had the accident [I knew]. I had never seen 
anyone in a wheel chair or anything, I said to Mum, "I've broken 
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my neck". I suppose when I was first in hospital, in the first 
couple of weeks and that, I was expecting probably not to walk 
again but to be like a paraplegic you heard about them. We 
hadn't heard about quads, you only heard about paras. And I'd 
be able to do things for myself and push my chair around and 
drive and all that sort of thing. I didn't expect to be so severely 
handicapped, but you learn to live with it. You can't do anything 
about it, you can't go back in time or anything. I just got used 
to what I got and deal with it day by day (Pete). 
The effect of this miscommunication is that the client's understanding can be 
vastly different from what health care professionals believe they are telling the 
individual. Two of the participants who suffered spinal cord injuries reported 
that they were not told for sometime what the life-style repercussions of their 
injury would be. This quotation illustrates how that miscommunication affected 
Joe. He indicated that he was never told that he would not walk again but, 
instead, was told that if he ever did get any feeling back it would be in his feet 
first: "I suppose that I still thought that I was going to walk for a while" (Joe). 
Arthur commented that he felt "they" should tell you sooner. 
For those participants with cancer, realising the implications meant considering 
the very real possibility of dying. Strategies were required to ease the 
possible distress of this situation. These strategies include distraction, thinking 
positively, hope and living day to day. These strategies are also used 
throughout the process of bearing devastating illness or injury as well as in the 
phase of finding out. 
Finding out and disclosing are significant because decisions must be made 
about how to manage the situation and to begin some of the planning and 
preparation activities that may be required. Arthur describes how he achieved 
a greater understanding of his own situation when he saw other spinal injured 
patients: 
Even though they tell you [about the condition] it is seeing the 
oldies [persons who have had a spinal cord injury for more than 
two years] is what brings it home (Arthur). 
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5.1.5 Summary 
The phase of becoming aware was the starting point of the process of bearing 
illness and injury. This phase consisted of four subcategories, finding out, 
responding, disclosing and acknowledging. This section has described the 
many issues that arose for the participants during this time. By finding out 
his/her medical diagnosis the individual made the transition from a well person 
to an individual with a labelled problem and all of the ramifications associated 
with that problem. This invariably evoked an emotional response from the 
participants. Most participants indicated a need for information during this 
traumatic time. Frequently many decisions must be made at a time when 
emotional resources are diminished. The extreme emotional responses 
described by the participants suggests that, at this time, the sufferer needs 
support and information tailored to meet individual requirements and requests. 
If participants lacked knowledge and information about their condition, it was 
more difficult to understand what was occurring. These descriptions highlight 
the need for information about their conditions to be given to clients. 
Becoming aware involved disclosing to others. Disclosure carries its own 
problems as it means the frightening reality of the situation becomes more 
real. Disclosure also means encountering the fears and anxieties of others 
and having to manage the emotional reactions of others as well as oneself. 
5.2 Facing reality 
Following the phase of becoming aware, participants described a time when 
they faced the effects and possible effects of their condition. This phase was 
termed facing reality. When participants reached this phase, they had 
developed an understanding that, regardless of what they might have hoped 
for, their present circumstances were unlikely to change and, for some 
participants, there was every possibility that their condition would deteriorate. 
An important facet of facing reality was, according to the participants, that it 
was possible to find out that one had a particular health condition and live with 
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it without ever facing the reality of the situation or examining the long term 
implications. As examples, both Sally and Margaret described waiting for a 
cure. By waiting for a cure, both these participants were able to delay facing 
the reality of their situations: 
You can put up with something without accepting it, I think 
(Sally). 
But after the attack at Christmas I was walking with the canes 
and the crutches, I worked less. It never occurred to me to give 
it up. I was still driving, - I would drive to the small shopping 
centre here, I had to start to choose whether I went to the drug 
store or to the bank. And I was still waiting to get better. {umm} 
I still had a reason for why I couldn't do it that day. It is 
fascinating how you can explain these things to yourself 
(Margaret). 
Facing reality appeared to have various aspects and varied with the 
circumstances. For example, facing reality differed between the disabled and 
disfigured participants, and those participants with cancer and other life-
threatening conditions. The differences and similarities are highlighted in the 
following discussion. The participants with spinal cord injuries, Multiple 
Sclerosis, chronic pain, and those who were disfigured, all clearly described 
a time when they realised that their situation was not going to change. Their 
disability or disfigurement was permanent. For these participants, their reality 
was that their life style was altered forever, and they must manage their 
activities of daily living with reduced physical capabilities. The never-ending 
nature of their circumstances is highlighted by Arthur, who suffered a spinal 
cord injury: 
When you realise that or when you come to terms with that -
that tomorrow morning when you wake up and the problem's still 
gonna be there, - and the day after, and the day after for the 
rest of your life, it's gonna be there. So you then -just have to 
make the best of a bad situation. These are the cards you've 
got to play with and that's the way you've got to play with them, 
you know (Arthur). 
To illustrate a second aspect of facing reality, for these participants with life-
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threatening conditions their reality was the trauma of the diagnosis and all the 
associated problems which may occur in the future. For example, if one had 
to have surgery for cancer, there was the immediate reality of the pending 
surgery. Later, there was the reality of living with knowledge that one had a 
life-threatening condition and the frightening reality that it might re-occur. 
These quotations suggest the reality of living with cancer: 
There is the shock, disbelief to a degree. Then you have the 
realisation it is me and it is going to happen. And then you -
then it actually happens and there is no time to kid yourself 
otherwise. It is gone. Then you mourn for the loss of a breast, 
for however long. Then I think you have to say, "OK it was there 
now it is gone" (Marge). 
Which is the kind of leukemia that the chemotherapy works, 
you're all right for a while. If the chemotherapy wears out. 
Some day down the line you know that it's not going to work any 
more (Rose). 
A frightening aspect associated with these life-threatening conditions was the 
possibility of death. Several participants indicated that they had considered 
that their condition could be fatal and that they had thought about this. Some 
participants indicated that they had made some preparations for this 
eventuality: 
Maybe with some people, you might ask them about the disease 
and they start to cry or something and they can't talk about it. 
I know that it's going to happen at this point. I'm not really going 
to face that until it happens. I'm not going to change my life 
because it's going to happen. I mean, my feeling is that we 
each have to die and we don't know exactly when or how 
(Rose). 
I just accepted that fact that I've got it and you can't get rid of it 
I've got to turn around, make the best I can of it. That's all it 
seems to me (Fred). 
For some participants, death was not necessarily something to be feared. 
Instead, death was considered a facet of life. As the following comments 
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suggest, something that was considered as a possible outcome of illness: 
I am not afraid of dying as I had a positive experience (Ruth). 
If this is it, life has been pretty good so far (Marge). 
You know I thought, well - I started thinking you have got to go 
[and] not go on suffering. I have had 60 years and that's it, 
maybe. And I was sort of thinking -well maybe it is time to pack 
in the cookies, pack in your chips. I certainly don't want to be 
around to suffer. But anyway it was OK (Gladys). 
Not everyone felt the same, other participants suggested a different emotional 
response that reflected their feelings about what would happen to them: 
I don't want to die but I know that I have to before too long 
(Esme). 
Postponing facing reality or choosing to not to believe the obvious or limiting 
the amount of information saves one temporarily from emotional distress. 
When the symptoms are apparent, as with a spinal cord injury, and the 
implications are horrendous; the participant may not realise all the 
ramifications immediately, because he/she cannot absorb the information. A 
strategy that was used to avoid facing reality was to choose to not gather 
information about the condition but, instead, to follow one's beliefs: 
And he said, "MS is like that, you gain a little and lose a little, 
that's the way it is". And this was the first time the word was 
actually mentioned by a medical person as a distinct possibility. 
A couple of nurses had bandied it back and forth, in some ways, 
when I think of it, I kind of knew. [H-mm] I had done some 
reading, it had been suggested, there was a Jot of clues there 
but because it was something that I did not want to deal with, I 
was able to - oh no, this couldn't possibly be. I had this nerve 
inflammation. I would find reasons to negate that possibility 
(Margaret). 
In addition to the above introductory description, three major subcategories 
emerged from the data that described participant's experiences related to this 
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phase of facing reality. These were: recognising the limited choices and giving 
up unrealistic expectations. 
5.2.1 Recognising the limited choice 
An important facet of facing reality was realising that circumstances cannot be 
changed, irrespective of the participant's efforts. Possibly this realisation 
removes some of the agony that is attached to injury and illness, then it is 
possible to consider managing the altered life circumstances: 
I stopped anguishing over things and I do feel better, there is 
nothing I can do. I cannot will myself to get over the pain (Mary). 
I really truthfully do believe - because you are here today and 
make the best of today and not go on [and on] because you had 
a breast removed or something, you know, - because you are 
never going to get it back. So what, if that is what fate gave you! 
But today is today and you live it and you do the very best that 
you can for that day and you look into the future, - to a point 
(Edith). 
I knew that I didn't have any choice (Ralph). 
Even though participants recognised that their options were limited, facing the 
reality of a situation was not the same as accepting the situation. As an 
illustration, although participants used the word accept, they always qualified 
it. Acceptance was not without reservation. Facing reality did not mean that 
their circumstances were acceptable, but rather that their circumstances were 
a fact. As examples, participants made the following comments: 
As far as I am concerned I accept it. It is part of me except for 
a few times when I'm really depressed, but they're further and 
further apart (Harry). 
Even if you accept it, it still doesn't make it okay (Margaret). 
Of course no one ever really comes to terms with it, you have 
good days and you have bad days (Ralph). 
I've sort of accepted it. There are times like I said I wish I could 
just for a little while jump out of bed (Sally). 
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These quotations suggest that acceptance is conditional. The term 
acceptance means that the individual accepts the reality, but not the 
acceptability, of their circumstances because it is not a situation that is 
acceptable. As Joe, who suffered a spinal cord injury states: 
You get some blokes that say it is all right being in a chair but 
they are romancing themselves, it is terrible really (Joe). 
5.2.2 Giving up unrealistic expectations 
Facing reality was marked by giving up unrealistic expectations. Unrealistic 
expectations included hoping to walk again following a spinal cord injury, 
wishing for the sudden disappearance of chronic pain, and/or irrational beliefs 
such as believing that one could "will" oneself to be cured if one tried hard 
enough. Although the quality of life may have altered drastically, life was still 
life. Facing reality meant that despite the difficulties, it was time to try to make 
life as satisfying as possible. For most participants, this realisation appeared 
after the passage of time, after other considerations had been eliminated or 
when it was no longer possible to ignore their circumstances. The following 
quotations illustrate examples of giving up unrealistic expectations: 
You reach a stage where you see the sun going up and decide 
to follow it (Margaret). 
I think after I got over the idea that I wasn't going to walk again 
when I thought I was going to. It (the spinal cord injury) just sort 
of went on and on. I thought, just try and make the best of what 
you've got (Joe). 
Participants spoke of varying amounts of time passing before they were able 
to give up their unrealistic expectations and face reality. Facing reality did not 
appear to be related to the information that individuals had been given about 
their condition but instead occurred as participants were able absorb the 
implications. As described in the phase being aware (see section 5.1) under 
the subcategory acknowledging (see section 5.1.4). There can be a significant 
time lag between finding out what has happened and being able to understand 
how one's life will be affected. Factors that influenced participant's ability to 
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integrate the implications were: knowledge and understanding about their 
medical condition, acuity of illness at the time of being told, and the degree of 
impact the condition had on their life. 
Some participants reached the conclusion that their expectations were 
unrealistic on their own, for others, circumstances such as changes in their 
physical condition or encounters with others forced them to face reality. The 
following two examples contrast different ways that the affected persons were 
forced to confront their circumstances. Noell (1993), who suffered a diving 
accident which resulted in her becoming a quadriplegic, describes in her book, 
Another path to my garden: My life as a quadriplegic, her sudden realisation, 
two months following her spinal cord injury that she would not be able to 
return to university. For Noell, the role of others was important in reaching 
this realisation: 
"Oh, Mum," I said. I wanted to console her but I was suddenly 
too preoccupied by the realisation that she spoke the truth, and 
that I'd been indulging in fantasy or maybe just not allowing my 
real thoughts to surface. No one expected my thinking to be so 
out of kilter with reality, least of all me. Now the denial I had 
nursed for two months vanished and I had to grapple with this 
tremendous blow (Noell, 1992, p. 240). 
A similar situation was described by Mark, whose experience of facing reality 
was governed by the removal of the tongs from his skull following a spinal 
cord injury: 
I was lying in bed of course in the hospital and they had weights 
on my head, screwed onto my head and I was lying still. It didn't 
occur to me that I would be in hospital for eight and a half 
months. I thought I would be out in just a few weeks and I 
would be all right; it suddenly got me after a few weeks, it came 
to me what was going to happen. When they took me off the 
weights, the weights out of my head, they put me into a frame 
which really controlled my movements. It was very rigid around 
my body and under my chin on the back of my head - I had to 
sleep with that on. It was very uncomfortable and I had to 
endure that for a number of weeks. It was only then that I really 
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understood what it all meant. The seriousness of it, what 
perhaps might be the end of it all (Mark). 
This data suggests that facing the reality of the situation is not easy because 
it may involve relinquishing some of the illusions that have enabled the 
participants to bear their circumstances. Avoiding or delaying the reality, which 
now must be faced, may have been part of limiting the boundaries of suffering. 
Not facing reality is often referred to in the literature as denial and, as was 
discussed in Chapter Two, was once considered to be an unproductive coping 
strategy. Current literature suggests that denial may reduce some of the 
emotional distress surrounding loss (Handron, 1993; Russell, 1993). Facing 
reality did not mean giving up hope that the quality of life would improve but, 
rather, it appeared to involve changing their expectations of life. 
5.2.3 Advantages in facing reality 
Accepting that an injury or illness has occurred that will affect the quality of life 
had some positive implications. Participants indicated that once the reality of 
the situation was confronted, and, despite the unmodifiable nature of their 
circumstances, a change in behaviour occurred and life was more bearable. 
For those participants who believed that they could cure themselves, once 
they realised this was not possible, they stopped struggling to heal 
themselves: 
I felt at that time, if I give into this, to this illness, if I slow down, didn't do 
things that I would be giving in and I would be turning myself into a sick 
person. Which was inexcusable. {H-mm} If you read articles, magazine 
articles, Reader's Digest, the people who recover are the people who 
ignore their doctors and nurses and they fight and struggle and work 
hours and hours to build themselves up and they recover despite all odds. 
{H-mm} That's the people you read about and I thought that if I didn't do 
that, that I was giving up and that I would become worse and ill and it 
would be my own fault. And I was still stuck back in the ideas of being 
afraid to slow down because of being neurotic or using the illness as an 
excuse, things I had been told before. They had never actually been true 
but I still felt them (Margaret). 
But you know it's not an easy process as I said. It's been seven years for 
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me and I've only just now come to terms with what is happening and I feel 
better for it. You know, I'm not fighting the problem of getting better all 
the time (Mary). 
According to participants in this study, facing reality meant that the time and 
energy spent anguishing over what had occurred, decreased. They were then 
able to focus their efforts into more constructive pursuits. As an illustration, 
new abilities were developed that permitted them to work within their present 
limitations. Arthur described that once he had "gotten over" his anger about 
being injured, he was then able to consider what else he could do with his life. 
However, he qualified his comment about getting over the anger because, as 
he states, "You are always angry" (Arthur). 
Importantly, facing reality meant being able to move forward as the behaviours 
that had limited or hampered the quality of life were modified and replaced by 
more constructive actions. Harry describes facing the reality that he would 
have to use a wheelchair to be mobile: 
And I continued to go to the shopping mall. My wife would bring the car 
up close to the door and I would hop into the seat and sit down. I got so 
I could hardly do that. So you had to face reality. I'll never forget that first 
day. I went to the Mall when I got in the wheelchair, went out of the door 
and I thought No! if there was a hole I would have crawled into it. If I 
could turn round I would have turned round. I was sure, when I walked 
through that door that everybody in that mall would stop what they were 
doing and stare at me (Harry). 
For some cancer patients, facing reality was a more complex issue because 
their reality was the probability of death. As the previous quotations (see 
section 5.2) illustrate, dying was a facet of their situation that they had 
considered. Indications of facing reality for these participants meant that they 
were able to make realistic preparations about life and discussed living each 
day to the fullest. 
Preparing involved simplistic and practical actions such as making out a will, 
cleaning out cupboards and drawers and also the more emotional aspects 
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such as resolving any ongoing conflicts with other people. Other examples of 
preparing for death were to consider who would care for their significant others 
and deciding whether they would die at home or in hospital. These actions 
were ways of preparing oneself for the reality of the future, but also a means 
of enabling them to move forward with life as it was. This is described in the 
next section moving forward. 
5.2.5 Summary 
For the participants in this research facing the reality of their circumstances 
was a turning point in the trajectory of illness and injury. For those 
participants with disabilities, facing reality appeared to be more readily 
definable than for those with cancer. The disabled participants commented 
that realising that their circumstances were not going to change meant being 
able to progress to the next phase entitled moving forward. As well, the 
participants reported that the anguish diminished and they felt better about 
their lives. For cancer participants, facing reality was a more difficult because 
the reality was very difficult to accept. These participants had to employ 
different strategies to move forward. These are discussed in the next section. 
5.3 Moving forward 
Once the reality of the situation was faced the participants spoke about 
moving forward or making every effort to continue on with life. Moving forward 
meant that one lived with a condition. It did not mean that the problems or 
devastating emotional reactions to those problems were resolved but, instead, 
strategies were being developed to limit the amount of personal suffering. 
A significant component of moving forward involved negotiating aspects of 
everyday life. The following quotation illustrates an example of moving 
forward: 
I can't really think of it a lot, you tend to go forward rather than think about 
. it. It was only when you rang and I was walking the next day, I tried to go 
back and go over everything and I realised that time has put a damper on 
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it and some things were surfacing which I had not quite forgotten but 
which I had obviously pushed down. Because I was going to talk to you 
I felt - I had to have something up close to my consciousness so that I 
could at least come up with some answers (Ruth). 
Despite the problems that people faced, the participants commented it was 
important to continue on with life and not dwell upon what had occurred. A 
time span was associated with this phase as it did not happen immediately: 
Maybe if I had run around yelled and shouted and hollered, maybe I 
would have felt better sooner. But as I say I didn't and in about six weeks 
I came to terms with it. Well that is it! It is over with and lets get on with 
it. I know at any time it can resurrect its ugly self. And there can be 
involvement with the bone and so on. And I guess I chose to believe that 
- I'm not stupid, I know it can happen and again, why not me? But I 
guess maybe I am optimistic about that it doesn't happen to everybody 
(Marge). 
Like I said, the Chemo - although I went through everything. At the time 
it was just like tomorrow is going to be better, you know that kind of 
attitude. And it didn't get better, yet it got really bad before it got better -
you know like the days that I would get up and I couldn't think straight 
and, I would, like, try to prepare a meal and it took me forever to prepare 
the meal (Edith). 
After the chemotherapy, it is just a case of getting on with life but you take 
each day- you don't give yourself- you might have 10 years or more, you 
might go on to 90, I don't know, it is all in the lap of the gods as far as I 
am concerned. You are foolish if you don't pick up the thread (Ruth). 
In the phase of moving forward three major subcategories were identified. 
These were becoming informed, planning and enduring day to day. 
5.3.1 Becoming infonned 
Becoming informed about their health condition was helpful to most 
participants in the process of moving forward. Several participants 
commented on the importance of receiving information about managing their 
illness, such as finding out about the implications and the long-term prognosis. 
Some participants actively gathered data about their disease and treatment in 
a·n ongoing manner and sought to be as expert as possible (Rose, Sarah and 
133 
John). These participants felt that knowing about the disease process enabled 
them to know what to do if their condition changed. It also enabled them to 
plan their lives and anticipate the future: 
I think if everyone knew exactly what's going on, a lot of people are afraid 
to delve into those particular areas whether or not it's going to affect them, 
if they know it's getting worse or what I don't know, but they believe if 
they don't know something it's not going to hurt them. But I'm of the point 
of view that if you know something, there is always something that you 
can do at some stage to alleviate it or whatever (John). 
Information, knowledge and skills also gave back some control that had been 
lost in the process of suffering ill health. As an illustration, knowledge of the 
disease process was helpful to Ralph who suffered from kidney disease. 
Knowledge not only helped him handle the condition but helped him determine 
how to "cheat" on his diet. Adherence to diet and fluid restrictions are major 
factors in maintaining health for persons on dialysis. Because of the severe 
restrictions, diet can become very boring and many clients do not comply with 
dietary requirements which jeopardises their health status. Knowledge about 
what could be done to help him "cheat" and still protect his health status made 
the disease and its implications more bearable and enabled Ralph to lead, 
what he termed, a more "normal" lifestyle. Literature suggests that information 
gathering is a means of gaining control following a loss of health status (Moch, 
1988; Johnston, Gilbert, Partridge & Collins, 1992). For those participants who 
wished for information, it was extremely important to them to receive it. 
Not every participant chose to become an expert on his/her condition. The 
data suggested that there were three major reasons for not obtaining this level 
of information. First, if the participants believed that the information made 
them focus on themselves as sick persons, rather than on seeing themselves 
as well persons with a problem, then they did not inform themselves. In these 
situations, becoming informed did not limit suffering but, instead, actually 
accentuated it. 
Second, if the participants anticipated that the information was going to 
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frighten them, then they did not choose to inform themselves. There is a 
definite time frame during which the participants cannot manage some aspects 
of information, as was highlighted earlier in the becoming aware phase. Third, 
Fred, who suffered from a terminal condition, did not discuss the importance 
of information. The time for knowledge about the condition had evidently 
passed. He felt resigned to his situation and focused on enduring day to day. 
Moving forward meant regaining autonomy. For the disabled participants a 
major component in moving forward was learning the necessary skills to 
handle the changes or limitations in body functions and to become as 
independent as possible. Developing skills to manage their daily requirements 
was an important facet of life as these skills decreased their reliance upon 
others. As burdening others was a particular concern, striving to be as 
independent as possible was a goal. Arthur indicated that, despite his 
profound disability, he devised a method of combing his hair and cleaning his 
teeth: 
And even little things like, well simple to an ordinary person, like working 
out a way to turn yourself over in bed, working out ways that lift pressure 
to do little things that are gonna be beneficial to yourself. I used to hate 
asking people to clean your teeth. You work out a way to clean your own 
teeth or learn what could be done about pain management. If you want 
a drink of water you just can't grab a drink of water. While you can do it, 
it takes so long, you know. But you learn little things like handles on 
glasses or handles on jugs, handles on water containers or whatever so 
that if you're home you can grab the water container and have a swig out 
of it, you know. But - you just learn little tricks on the way (Arthur). 
Being completely independent was not feasible for everyone and some 
participants had to develop skills in asking for assistance: 
If I want help I don't beat about the bush (Margaret). 
Most people will give you a hand if you ask them its not too bad (Joe). 
A problem in requesting help, for the participants, was a perceived inability to 
reciprocate assistance in return. Margaret describes her method of 
reciprocating when her friends and neighbours helped her: 
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I can't be someone's full time babysitter because I don't have the energy 
but I can listen to them when their teenagers are driving them wild 
(Margaret). 
5.3.2 Planning 
An important strategy in moving forward, particularly for those with cancer and 
other life threatening conditions, was planning. Planning was a form of 
distraction but planning also enabled the participants to prepare themselves 
for the future and again restored some form of control. Control involved 
believing that it was possible to have some control over the emotional aspects 
of their condition: 
Because I thought, if I've got ovarian cancer, I'm going to be focusing 
more on management and other things than cleaning out my basement. 
And so while I was doing this, I was sort of reviewing old memories and 
trying to put them in order in a sense. But the whole time I had this 
image of if I have this, then I have to be sure that my relationships with 
people are straight so that I cannot be worrying about that if I'm 
undergoing treatment. So I was going to people that I had maybe had 
some problems with and I was trying to resolve them. And then I'd go 
back and say, no, this can't be happening. I'm overreaching; this isn't 
what it is. So I'd go back to, well, if it is ovarian cancer, have you got 
your will done? No, better go do that. So, it was sort of this thing of 
taking it apart and doing what I could do. Making sure things were tied up 
as neatly as they could be and then going back and not believing this, 
going into it and coming back into it. And I just had this image of all these 
weights laying around on the floor and I'd pick up different ones. Small 
ones in the beginning and gradually start to convince myself that if this 
were ovarian cancer, I could handle it. Mostly because I just started with 
the small things. I worked my way up to the big thing which to me, was 
dying, and saying, well, I've done a lot of neat things in my life, if I've got 
to go, I've got to go. When the hospital phoned I was ready. I was 
scared, but I was ready (Sarah). 
I do worry about that stage I think. If I'm incapable of doing anything or 
occupying my mind or this type of thing. I think I have to be able to 
contribute to living. It would be different if I couldn't do that. I would 
probably be mad. I couldn't stand that. I like being active. Even if I'm 
confined to bed or something, I can still be active (Rose). 
Planning included anticipating what could be done if the situation deteriorated 
and thinking through actions to take at this time: 
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Once in awhile I've been tempted to go upstairs, grab all those sleeping 
tablets at once. See what it tastes like. But - I eventually got over it. 
And as they say, it seems to be the answer if I get into too much strife, 
myself, or my family get into too much strife. You know. You get too 
much for them then it's over (George). 
5.3.3 Enduring day to day 
Despite the progressive nature of the term moving forward there were aspects 
of daily existence that had to be endured. Enduring day to day was a 
consequence of realising that one cannot change the inevitable. Participants 
described their conscious efforts not to dwell upon their condition. Being able 
to do this successfully made day to day existence bearable: 
You live day by day, [you] can't change it, so you have to live with it, you 
can't get a new spinal cord. You have your good and you have your bad. 
You'll wake up next morning, someone will come around and you'll have 
a laugh and you forget about it, that's it (Pete). 
Participants indicated that enduring the experience depended primarily upon 
the sufferer. Significant others played an important role in the participant's 
own well-being. However, despite the support - or lack of support in some 
situations - from family, friends, the ability to endure depended largely upon 
the individual themselves: 
Family are important and you certainly need them but I think that it has to 
be mostly yourself (Marge). 
Enduring meant bearing the limitations and emotions day after day. The 
futility of not enduring their circumstances was accented when participants 
indicated that it was unproductive to do anything else. Despite all the 
problems and restrictions, the onus was on the participants to adjust: 
So you've got to say to yourself it's a part of life. Either run with it or you 
don't. The guys that don't run with it you find from what I've seen I think 
to myself you're a bloody idiot but then I shouldn't pass judgement on 
-them but I think what a boring existence that would be (Arthur). 
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Well, a lot of people have said to me you are taking it fairly well, sort of 
thing. I said you have got to if you are in this- if you have had the 
accident. You got to find life (Dick). 
The ongoing nature of their situations is highlighted when participants noted 
that the emotions generated by loss are never completely resolved even after 
a lengthy period of living with a condition. Both Harry and Arthur, who had 
been disabled for over twenty years, commented on their continued emotional 
reactions that they were forced to endure day to day. Their comments 
suggest that complete resolution of these feelings does not occur: 
Even now and then I tell you once in a while we'll be downtown. I see 
somebody walking by, swinging their arms stepping along quite good I 
always envy them. Yeah I really envy them, I really envy them because 
I can't take a step, you know what I mean (Harry). 
You are always angry (Arthur). 
Social pressure encourages people to bear or endure their circumstances. 
Family support was helpful but participants who did not have a family indicated 
that they developed strategies to protect themselves. As well, not everyone 
had family nor were family circumstances always satisfactory, as some 
participants indicated that their family did not help them at all: 
My uncles, aunts I don't hardly see them since my mother died in 1977 so 
I don't see them. I guess that I formed the attitude, why worry? I'd 
probably only argue with them if they did come. They seem to forget that 
I exist. It makes it hard when you think about it, so I try not to think about 
it (Joe). 
No! I wasn't surprised. I feel we are in God's hands anyway, so I'm not 
thinking I might not be here next Christmas or might not be here in five 
years time and we're in God's hands anyway. My attitude is, we never 
know what's going to happen anyway, so why worry and that's my attitude 
to it (Maria). 
I mean you have to accept the fact that bad things do happen in your life 
and you're going to have to accept things that happen (Rose). 
How do I tolerate it? I don't. I just live life as it comes because there's no 
use trying to do anything else (Fred). 
138 
Enduring day to day was not a smooth straight-forward process, participants 
described frequent set backs as their condition deteriorated or, in the case of 
injury, they encountered yet another difficult problem to manage. Learning to 
live with illness or disability meant learning to adapt to the emotional 
fluctuations that were a part of the illness: 
I try not to dwell on it. You have up days and down days but generally 
things do get better (John). 
There were also suggestions that illness meant coping with inevitable 
fluctuations but these are part of the lives of even healthy individuals: 
Sure I get down every now and then but who doesn't (Harry). 
5.3.4 Summary 
The phase of moving forward is marked by a willingness to continue with life 
regardless of the problems and circumstances. Various techniques, such as 
learning skills and deciding to bear the situation, facilitate this process. This 
phase is not smooth and is marked by exacerbations and remissions. Support 
from others is helpful but it does not address all of the problems. Ruth's 
quotation summarises this experience: 
I think you do go on definite automatic for quite a while, it is as if the 
reality of the situation, and you are aware of it and you accept it but you 
don't really believe it is happening to you and you know that you just have 
to keep going forward (Ruth). 
5.3.6 Conclusion 
This chapter has described the trajectory of illness and injury starting from the 
phase of becoming aware of a problem through the turning point of facing 
reality through to moving forward. The trajectory of illness and injury indicates 
that there are phases and critical points in the experience but these phases 
are flexible. The flexibility supports literature (Cairns & Baker, 1993) that 
challenges assumptions of strict stage models, which suggest that all 
individuals pass through prescribed stages and that there is an appropriate 
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time for each stage. An individual can be constantly becoming aware of 
different implications of the condition and facing the reality of these different 
aspects. Moving forward suggests progression but not complete resolution. 
Literature reviewed to support these findings of this progressive model is 
discussed in the following section. The phase of becoming aware was 
particularly traumatic for the participants because they found out about their 
diagnosis and most of them required support. There are limited references in 
the literature to the nurse's role in delivering bad news presumably because 
this is a professional responsibility of the physician (Davis & Jameton, 1987; 
May, 1993). As two of the participants, George and Margaret had their 
diagnoses inadvertently confirmed by nurses, it appears that nurses may 
unwittingly or unknowingly be the harbingers of bad news. Delivery of bad 
news is an area for which physicians generally receive little preparation and 
nurses' preparation is also limited. Because of the devastating impact of bad 
news upon clients, they require sensitive care during this crucial time. Even 
if nurses do not inform clients of their diagnosis, as the health professional in 
most frequent contact with clients, the nurse will need to offer comfort and 
reinforce information. Therefore the nurse is a valuable resource to clients at 
this time of great vulnerability. 
As physicians have difficulties in delivering bad news, it is understandable that 
these communication difficulties will influence the delivery of nursing care. 
Some authors suggest that physicians retain their power base by limiting their 
communications about client's prognosis both with nurses (May, 1993) and 
with clients (Beisecker, 1990). May also suggests that nurses are unsure 
about what information the client has been given and often are not involved 
in the decision to inform clients of their prognosis. Nurses are usually not 
present when the information is disclosed so they are unaware of what had 
been said, and of the client's reaction. 
Participants in this study were critical of the communication patterns used by 
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health professionals to deliver bad news. The major criticisms were 
inadequate information, not involving the client in treatment decisions and 
making insensitive comments. Expressing emotion and sympathy when 
delivering bad news was found to be viewed positively by informants in a 
British study (Findlay & Dallimore, 1991 ). This study found that of three 
groups who delivered bad news: doctors, nurses and police officers, police 
officers were considered to be the most sympathetic. Their sympathetic 
communication abilities were attributed to more extensive training in this area. 
Fallowfield (1993) stresses the importance of assessment of the client 
particularly for level of understanding of the information and emotional reaction 
following the delivery of bad news. This author documents several emotional 
reactions to bad news which included anger and shock which were also 
characteristic of the reactions of the participants in my study. As the shock 
can be overwhelming and the person may be unable to absorb the 
information, strategies must be devised to assist these persons. Fallowfield 
suggests the value of audio tapes, time, privacy, presence of a supportive 
other and presence of another health professional. Awareness that people 
may not comprehend the information is important, especially if the affected 
individual is required to make crucial decisions about treatment following 
finding out their diagnosis. Hence individuals who have received bad news 
need careful assessment, support and a collaborative approach to information 
giving by nurses and physicians. 
As there is some overlap between the phases facing reality and moving 
forward, the relevant literature will be considered together. The literature that 
appears to be relevant relates to myths surrounding loss and denial, and stage 
models of grief. 
Facing reality for the participants who were disabled bears some relationship 
to the literature on loss. Wortman and Silver (1989) have critiqued the 
common myths about coping with loss. These are that: i) depression is 
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inevitable, ii) distress is necessary, iii) failure to experience distress indicates 
a pathological response, iv) working through or processing a loss is necessary 
and that recovery and resolution are expectations following loss. Although 
most of their study relates to bereavement, some of the myths are relevant to 
the losses suffered by the participants in this study. 
The first common myth suggests that once the reality of a loss is confronted, 
a period of depression will follow (Wortman & Silver, 1989). In contrast, the 
participants in this study indicated that facing the reality of the situation eased 
some of their problems including those that they had made for themselves. 
As examples: letting go of the belief that pain could be cured if one tried hard 
enough, or refusing to use a wheelchair because it involved a public display 
of disability, or expecting miracle cures were eventually found to be 
unproductive behaviours that curtailed the enjoyment of life as it existed. The 
process of facing reality meant that the effort channelled into avoiding the facts 
of the situation could be employed to make the existing situation more 
bearable. Participants with disabilities indicated that facing reality meant less 
distress not more distress for themselves. 
The second and third common myths are that failure to experience profound 
distress is pathological and indicates denial which was also considered to be 
an indication of poor adjustment. Participants did not describe whether or not 
they were profoundly distressed but many talked about being angry. Denial 
is becoming more acceptable as a phase in illness and injury that allows 
individuals an opportunity to gather their resources. Although participants in 
this study did not use the word denial, they talked about not facing the reality 
of what had occurred as this quotation suggests: 
I think sometimes when you're dealing with a lot of losses from what you 
used to be, you can have the appearance of doing fine because you are 
managing other parts of your life, but if you're only dealing with 
intellectually and you haven't really come to terms with the changed 
person, then you're outwardly coping but you're not really bearing the 
illness. You are just escaping from it (Margaret). 
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Therefore, according to the participants in this study, it would seem that there 
is a time during which individuals cannot accept what has occurred and they 
need to protect themselves from all the ramifications until they can manage 
the situation. 
The fourth myth, that there is a stage of resolution, has some application to 
the results of this research. This stage of resolution, according to Wortman 
and Silver (1989), involves accepting the loss intellectually and emotionally. 
Accepting the loss intellectually is often defined as making sense and some 
authors postulate that making sense is an important part of "accepting the loss 
intellectually" (Wortman & Silver, 1989, p. 353). Resolving the 
meaninglessness of the crisis is suggested to be important in grief work. This 
appears to be similar to the findings of making meaning as will be discussed 
under attribution theory in Chapter Seven and will be referred to as a 
protecting strategy in Chapter Six. 
A second type of resolution involves accepting the loss emotionally and 
reviewing the course of illness or injury aids in the grief process (Wortman & 
Silver, 1989, p.353). Some of the literature on loss has focused on spinal cord 
injury and therefore is particularly relevant to this research. The literature on 
spinal cord injury suggests that this resolution may take a very long time 
(Treischmann, 1988). There is a dearth of longitudinal studies on the subject 
of long-term adjustment to spinal cord injury and the information is 
inconclusive. Shadish, Hickman and Arrick (1981) attempted to relate the 
personality characteristic of locus of control to adjustment. There appeared to 
be an inconclusive relationship between those with an external locus of 
control, and those with an internal locus of control and level of distress. The 
participants in this research had been disabled for a minimum of 13 years and 
three participants had been disabled for over 22 years. Their comments 
indicate that things are not completely resolved; they always retain a degree 
of anger, but they do reach a point of realising that the situation is irrevocable. 
The participants indicated that they still longed for many things that were lost. 
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These things primarily related to changed interactions with other people as 
well as not being able to meet their own physical needs. Interaction with 
children was a concern for some; whereas, decreased ability to form or 
maintain partnerships was a major concern to the unmarried participants. 
Acceptance of the circumstances is frequently discussed in relation to illness 
and injury. In Kubler-Ross's (1969, p. 120) five stages of grieving (denial, 
anger, bargaining, depression and acceptance), acceptance is frequently 
described as the last stage and is defined as "an existence without fear and 
despair". Younger's (1991) theory of mastery expands this definition to 
suggest that acceptance is mastery of self. According to Younger, acceptance 
means that in experiencing loss there are remissions and exacerbations but 
the intensity of feelings gradually abates. The personal energy involved in 
managing loss is employed in aiming for new goals and the process involves 
developing more realistic expectations and not attempting to change 
unmodifiable circumstances. Younger sees acceptance as an outcome of 
successful grieving. While there is some support for Younger's theory in the 
results of this research, acceptance was a utopian state and, as with 
resolution, was not achievable. Several participants spoke about letting go 
of the past, getting on with life and doing what was possible. However, all the 
participants remarked upon getting frustrated, upon having good and bad 
days, upon experiencing ups and downs and about their concerns for the 
future. Acceptance was not an end state, instead when participants used the 
term accept, it suggested acceptance of the reality of the situation, not a 
complete resolution of the feelings. The participant with a terminal condition 
discussed resignation but not acceptance. 
The phase of facing reality suggests that participants may have been denying 
their illness or injury prior to facing reality. Although the participants did not 
discuss denial per se but instead, they did make comments such as: "I thought 
I was going to walk [again]" (Joe). "I refused to ride in the wheelchair" (Harry). 
This suggests that time is needed before individuals can face the reality of 
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what has occurred. 
A reason that individuals experience denial and resist change following 
traumatic negative events has been suggested by Janoff-Bulman (1989) and 
Janoff-Bulman and Schwartzberg ( 1991 ). These authors suggest that "the 
powerful emotions of anxiety, confusion, depression that follow trauma indicate 
the cognitive-emotional crisis of the individual" (Janoff-Bulman & 
Schwartzberg, 1991, p. 496) and that this crisis is traumatic because an 
individual's beliefs about themselves and the world have been threatened by 
the tragic event. According to these authors, fundamental beliefs of individuals 
are that the world is benevolent, meaningful and that each person has worth. 
Becoming a victim threatens this belief and the belief that misfortune happens 
to those deserving of it and not to worthwhile individuals (Lerner, 1980). 
According to Janoff-Bulman & Schwartzberg (1991) believing that victim ising 
events do not happen to good people enables people to have a sense of 
security. Suffering misfortune therefore means that assumptions that give 
stability and meaning to life must be re-built. Unfortunately for victims these 
assumptions must re-built in conjunction with the physical and emotional 
demands of their health condition. As well as present losses, there are losses 
of hopes and goals for the future. These losses involve re-thinking the future 
and the ability to set meaningful goals must be modified. Therefore, denial of 
what has occurred is understandable, and it is also understandable that 
individuals to require time before facing the reality of the circumstances. 
More recently a concept of chronic sorrow has been discussed which as a 
term describing the sadness experienced from ongoing losses. The concept 
is still in a developing stage but nursing literature has attempted to discuss the 
concept (Teel, 1991; Lindgren, Burke, Hainsworth & Eakes, 1992). Individuals 
with chronic illness experience chronic sorrow because there is no end-point. 
Their losses are ongoing throughout the lifespan; thus, causing them to 
experience periodic sadness in response to particular life events such as 
anniversaries, and growing older without being able to achieve previously set 
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goals. These events provide painful reminders of what their lives would be 
like if they were not suffering ill health. 
Moving forward suggests that despite the problems experienced, individuals 
are able to progress onward with their lives. There may well be persistent 
mourning for the loss of many things such as: inability to achieve relationships 
with others, changes in one's view of self from being normal to becoming an 
object to be stared at, and loss of freedom and autonomy to make choices. 
Being confronted with constant daily reminders would prolong the grief process 
as suggested by Tee I (1991 ). The experience of bearing illness or injury is not 
linear, even though it is represented in such form, there are no time 
dimensions and the episodes can recur as new problems develop or the 
downward trajectory continues. 
This concludes the discussion on the progressive model of bearing illness and 
injury with the phases of becoming aware, facing reality and moving forward. 
The next chapter discusses the principal strategies that are used to mange the 
experience and sets the scene for the discussion about the core process 
which is limiting the boundaries of suffering. 
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CHAPTER SIX 
PRINCIPAL CATEGORIES OF THE CORE PROCESS 
6.0 Introduction 
This chapter introduces the core category or basic social process (Glaser, 
1978). As the core category relates to a psychological process it is termed a 
basic social process (BSP). Determining the core category is essential to 
grounded theory as this core category or process links all the other categories 
and is the principal strategy used to explain the action of the phenomenon 
under review and the variations in behaviour observed. 
The core category that emerged following analysis and theoretical sampling 
explains the principal processes used by the participants to endure living with 
a devastating condition. In depth analysis of the data convinced the 
researcher that the basic social problem for the participants was to preserve 
themselves by using the basic social process of limiting the boundaries of 
suffering. Limiting the boundaries of suffering consisted of three major 
categories which were: protecting, modifying and boosting. Protecting involved 
measures to prevent further sufferng. Modifying involved learning strategies 
to change or adapt to the circumstances which enabled one to manage the 
suffering. Boosting involved efforts to enhance one's feelings about oneself 
as an individual who is able to endure suffering. 
The nature of bearing illness and injury means encountering different 
experiences and learning to manage those experiences while minimising 
suffering. The progressive model of bearing illness and injury with its major 
phases (becoming aware, facing reality and moving forward) described in 
Chapter Five, explains the major turning points in the experience. The major 
strategies of protecting, modifying and boosting involved in limiting the 
bpundaries of suffering are used throughout the experience. 
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There are linkages between the three major categories protecting, modifying 
and boosting because some of the consequences of utilising the different 
strategies associated with these categories are similar. For example, some 
modifying strategies had boosting properties and some had protecting 
properties. The similarities will be highlighted in the discussion about each 
subcategory. 
As described in Chapter Four on unbearable aspects, participants gave 
positive and negative examples of the responses that they experienced from 
others and how they felt and reacted to these responses. These responses 
of others are integrated through these major strategies to further highlight their 
importance. However, the influence of others fits most appropriately as a 
component of protecting and is discussed in this section. 
6.1 Protecting 
Protecting involved insulating oneself from experiencing further emotional pain 
stemming from the condition and/or from the interactions with others. A 
significant part of protecting involved protecting oneself from others which 
included family, friends, health professionals and even strangers. Protecting 
consisted of the major subcategories of releasing emotions, protecting oneself 
from others and making meaning. 
6.1.1 Releasing emotions 
Powerful emotions were generated by illness and injury and emotional 
releasing was a means of protecting oneself by lowering the associated 
tension. The need for emotional release was ongoing during the process of 
bearing illness and injury but some circumstances promoted releasing more 
than others. These circumstances included deteriorating health, hurtful 
reactions of others or in response to accumulated frustration. Receiving 
traumatic information promoted releasing; therefore, releasing was utilised 
during the phase of becoming aware. Releasing also occurred in response to 
the unbearable aspects of illness or injury as described in Chapter Four. 
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Releasing emotions also occurred if the sufferer's expectations were not able 
to be met. This excerpt describes a participant's reaction when her personal 
expectations for her care were not achieved: 
There were times when I would break down and start to cry. Little things 
upset me. I remember when I was going over to the rehabilitation hospital 
and they had said to me, one of them said we should probably get you 
over to a rehabilitation hospital there is more physio there and you get 
more attention. They just closed down the pool at the rehabilitation 
hospital they were doing some maintenance and repairs. We'll get you 
over to the rehabilitation hospital. -that's great! You'll be going over to 
the rehabilitation hospital tomorrow at 2 pm. And I was all looking forward 
to it and they cancelled it. I couldn't go and I just thought, that's a 
conspiracy! It was out of all proportion. I was all ready to go and I was all 
looking forward to it. What did it matter! But to me it mattered a lot, one 
day mattered such a lot (Gladys). 
Some participants described a building up of intolerable situations and finally 
something occurred that they could no longer bear. When this happened they 
became frustrated, angry and upset at themselves and those around them. 
Other common ways of releasing emotions were: getting angry at others and 
getting angry at oneself for getting ill or for failing to recover as planned: 
I feel so angry, angry at myself for not getting better (Joan). 
Some participants noted that they directed their anger at their caregivers: 
When I get angry I blow up at Mom (Dick). 
I suddenly might blow up because somebody has done something for the 
nth time (Ruth). 
It gets to where you have to say something (Joe). 
A further response was to become critical of their closest support persons: 
I never noticed before that he (her husband) slurped his food (Gladys). 
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Participants indicated that they released their anger when situations were very 
frustrating, or if they perceived that the situation was unfair: 
I don't think there is much more you can say about it. The only thing is 
I feel cheated, I've worked all my life and I can't have any spare time 
(Fred). 
Crying was frequently a means of releasing emotions. Gladys describes her 
distress at her realisation that her condition was deteriorating and her feelings 
that her illness was causing financial hardship for her family: 
... 1 just felt grief stricken that's all. I just felt very sorry for myself I cried 
a lot but I tried to be brave. [laugh laugh]. I'm sorry I really can't - I felt a 
bit angry I suppose too, urn - I know I felt sorry for myself. We were in a 
situation I was earning most of the money I was the bread winner, more 
or less (Gladys). 
Participants learned that an important aspect of releasing emotions was to 
release them in a manner that did not have an adverse effect. This was 
particularly important if emotions were released at caregivers. This 
participant's statement suggests that emotions need to be released carefully: 
And it is, I know it is not fair on Mom. I blast Mom for it because it is the 
girls I'm blasting really. I blast Mom because when Dad was alive we 
used to have a full-blown ding dong fight first thing in the morning and that 
cleared the air (Dick). 
Sarah decided that instead of trying to be constantly "up," it was acceptable 
to get upset. She described this as giving oneself permission to feel 
distressed instead of becoming disturbed about being upset. Sarah managed 
distressing circumstances by going to bed and crying. This was a private 
response and one that she did not share with her family: 
And I could never do that in anybody else's presence; I'd have to wait 
until there was nobody home. It's just too embarrassing to do it in public, 
even thought it was my home. So I'd just go to bed with a box of tissues. 
- It scared my husband. He would sort of see it as I was giving up or that 
I wasn't being the strong, positive person that I normally am. I tried to 
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explain this to hirh, that I would go in there and I would cry and I would 
do whatever I needed to do and that then I would feel better, but it scared 
him. He didn't like it, so I just learned ... wait, until he wasn't home which 
was easy because he'd go to work every day. For awhile he thought he 
shouldn't. But I told him that it would be better if he would just go do his 
thing; I couldn't stand this hovering, checking "Are you okay, are you 
okay?"' I said, "Please go on with your normal life and I'll call you if I need 
you". I didn't do it very often. I think at first, I resisted doing it, seeing it 
as giving in (Sarah). 
Having feelings build up with limited means of expression was an anguishing 
feeling and an unbearable aspect of illness and injury. This quotation 
suggests the value of emotional releasing: 
Yeah! Yeah! That's hard you know. I tried to bring mine out as much as 
possible -otherwise your companion or whatever doesn't know what's 
wrong what's the matter with you. You get grumpy you know (Dick). 
Despite the benefits, emotional releasing is not encouraged in society and 
appears not to be well tolerated in conditions of impaired health; therefore, 
inability to release pent-up emotional frustration adds further stress to the 
burden of illness or injury. Emotional release is necessary to relieve 
accumulated frustration, but frequently nurses feel uncomfortable about 
managing patient's emotional responses (Burnard, 1987). Some participants 
noted that they had to moderate their emotional responses; this is described 
in the next section on protecting oneself from others. 
6.1.2 Protecting oneself from others 
Contact with other people had both beneficial and uncertain effects on the 
participants. Some interactions caused distress and participants indicated that 
they developed strategies to protect themselves from others, and thus lessen 
their own suffering. As mentioned previously others included family, work 
colleagues, friends, strangers, and health professionals. 
6.1.2.1 Protecting oneself from family members 
Most participants were troubled by the effects their illness or injury had on 
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their family. The sufferers were concerned about the additional workload that 
their illness brought and of their limited ability to contribute to managing this 
workload. Some participants indicated that they were more concerned about 
the needs of their families than for the problems that they were enduring 
themselves: 
I was especially worried for my husband (Sarah). 
If you show that you are afraid then you scare people around you (Marge). 
Participants also felt the emotional hardship and grief of their loved ones. 
Realising how distressed the family was, created an additional burden on the 
participant: 
Mum found it [my condition] really hard to talk about without sort of just 
breaking down for months and months and months (Sally). 
Of course when the person you love the most walks into the room and 
you can see the hurt in their eyes and feel the hurt in their voices then 
that hurts you. But you can't tell them not to come and see you because 
that will hurt you more (Joan). 
Requiring assistance from others increased feelings of dependency and 
feelings of being devalued were difficult aspects to bear. For those dependent 
participants with partners, realising that their illness burdened their partner 
affected and strained role relationships. This left the dependent person feeling 
powerless, vulnerable and, in some circumstances, not willing to assert 
themselves. 
In response to this feeling that they were causing distress to their families, 
participants indicated that they developed particular protecting strategies. The 
strategies that protected family members were also a means of protecting 
themselves. The principal strategies used to protect one's family distres were: 
minimising one's emotional response and developing strategies to decrease 
the burden on others. 
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Minimising or hiding one's emotional reaction was a means of protecting the 
participants' families from understanding the extent of the sufferer's distress. 
Participants also commented that releasing emotions could only be used for 
a time then the participant had to consider the effect that their emotions were 
having on their support sources. Minimising one's own emotional response 
was important for some participants during the phase of becoming aware (see 
section 5.1 ). However, the importance of minimising one's emotional response 
continued throughout the experience. Ruth and Sarah explain how they 
attempted to spare their families from the emotional distress associated with 
having cancer: 
I only had our eighteen year old son here and I thought he was safely out 
of the way and I rang my brother to tell him what had happened ask what 
he thought, not realising that my son had come out of wherever he was 
and he heard this. My brother said that without seeing the X-rays he 
thought I would be a candidate for a lumpectomy and radiotherapy and I 
had to keep that to myself. But my son said, "What is this all about?" So 
I was able to tell him, which was good. I needed to tell somebody but I 
didn't want to spoil everyone .else's special night (Ruth). 
I spent some of my time trying to protect my daughter, because she was 
scared stiff, so I was minimising it to her (Sarah). 
Strategies that were used to keep from feeling like a burden were to make a 
conscious effort not to demand too much by discounting their own needs: "I'm 
glad that it is me that was affected and not someone else in the family" (Lois). 
Not asserting oneself was a protecting strategy used by Margaret to ensure 
support: 
My husband had never said anything one way or the other, but I watched 
and felt very insecure. And I think to have a quality relationship is hard 
when one person is dependent. And the other thing was if he was being 
a jerk, which he could be as much as anybody else, there was no way I 
could say anything because I might depend on him to lift me off the 
couch, you know? (Margaret). 
Joining support groups was another strategy. These groups offered comfort 
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not only for the sufferer but also for the caregiver: 
Well, ever since I had renal failure. I saw that there wasn't any support 
group. There wasn't anything that could help the family or the person, 
especially the spouse, go through the illness (Ralph). 
Talking to neighbours or friends gave the family relief and understanding to the 
sufferer: 
[It] is very hard for the women, I think, in a male household. I went next 
door to talk to my neighbour, Sally. She was the one who burst into tears 
not me. Because I wanted to save this lot from what was I felt a female 
problem - and it's been like that all the way through (Ruth). 
Sarah described her unique approach to managing her distress and how she 
developed a strategy to protect herself from her family: 
Just have a really rip-roaring down day and tomorrow you'll feel better 
because you gave yourself permission to feel bad. And that really helped 
because I didn't have to pretend most importantly, to myself and to other 
people. I got real good at pretending to because it was painful to look at 
the pain in their face if I was having pain (Sarah). 
Although family support was found to be important and of great assistance to 
participants, having a family meant additional responsibilities. Those 
participants who felt powerless to assist their families, expressed a wish that 
more support was available from other family members, from the community 
or from professional groups. 
However, the presence of significant others was also helpful. The reciprocal 
nature of this is illustrated by one participant who commented that, while he 
awaited a pending diagnosis of cancer, his role as the father of the family was 
very beneficial as he attempted to quell the anxiety in others. This role helped 
him to manage his own anxiety. He outlines that he was grateful for living with 
others during this difficult time: 
155 
That's the way I thought about it. I mustn't get them any more anxious 
than they are. I must present a bold face to them even though (laughter) 
I don't feel like it. And I think that helped me having to just to show a 
calm exterior or whatever to the people in the family, those who knew 
about it, lest they needed me to pretend I was coping (George). 
6.1.2.2 Protecting self from health care professionals 
Participants also had to protect themselves from health care professionals who 
played a role in increasing as well as decreasing suffering. As discussed in 
Chapter Four, some of the most unbearable aspects of care from health care 
professionals were: insensitive care, making insensitive comments, providing 
inadequate information, disbelieving symptoms and displaying a lack of 
knowledge and skills. In response to these unbearable aspects, participants 
had to develop protecting strategies. 
Some participants indicated that they hesitated to complain about the care 
they received even when it was not satisfactory. At times, care from health 
professionals increased their distress as this quotation suggests: 
I suppose it gets back to nurses. Some of them - you wonder how some 
of them ever got a job in the first place. You bear along with that I 
suppose you don't like it but you have to put up with it. If you say too 
much then you get a reputation as a whinger. But it gets to the point 
though sometimes that you can't bear it any longer and you have got to 
say something. I have sort of put up with things with the nurses a lot over 
the years I try not to say anything then sometimes it gets so bad that you 
have to (Joe). 
Joan commented that simple things such as the nurses organising the 
equipment for doing burn dressing a half hour before the actual procedure 
increased the anticipation, dread and fear of the pain that invariably 
accompanied the procedure. Some participants described that they used 
strategies to protect themselves against health care professionals whom they 
felt were insensitive. One strategy was to fight back and to attempt to regain 
control. Regaining control was important even if the actions were potentially 
harmful to the participants: 
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I would hold the pills in my mouth and pretend to swallow, then I would 
spit them out. I knew what I was doing, it was almost like a victory. It was 
a means of establishing control (Margaret). 
I suppose we'd abused that a bit, they would give you a pass to go out on 
Friday night and we'd come back on Sunday night. They would wonder 
where the hell we were but you just had to break out and have a bit of a 
blast (Joe). 
Other strategies to protect oneself against health professionals were to 
become more verbally assertive: 
The only weapon that you have is your tongue (Arthur). 
I told him if I was running the place it would be done a lot better (Joe). 
Gladys stated she overheard two nurses discussing her situation. This remark 
indicates how comments by nurses can be hurtful and how clients will protect 
themselves by responding to nurses' remarks: 
I overheard one nurse say to another, she's one of those. And as I was 
thinking what are- one of those? All I could think of was I couldn't walk. 
Then they were sitting she and another nurse, then I heard them say -
and I don't believe that she can't walk. Oh God!!! Weill didn't say 
anything at the time but I made a few nasty remarks to that nurse later on 
(Gladys). 
Playing tricks on health care professionals was another protective strategy, if 
participants were forced to undertake activities that they did not enjoy. Arthur 
describes his reluctance to partake in occupational therapy, that he did not 
enjoy, and of his reluctance to co-operate: 
She (the occupational therapist) was dead mad keen on making these 
rose stands, you know and I hated the b .... I have nothing against flowers, 
but rose stands, rose stands. They were there every bloody day and I 
used to dread the thought of it. They used to come around twice a week 
too. {Mm}. And I used to dread the bloody OT (occupational therapy) and 
they'd be looking for you, they'd have list- with your name on it, you 
know. Oh they would even say to me, "You know where Arthur is?", "Oh, 
sitting down the back mate". [I'd say] [laugh laugh]. Send them on a wild 
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goose chase, get rid of him out of the road. They'd go like hell in the 
opposite direction, they wouldn't know what you look like. You could pass 
them in the hallway and they'd go back the other way. Anyway, they've 
got this other OT, she was nice. When I say nice, she'd say, "If you don't 
like doing that is there something you'd like to do?" (Arthur). 
Health professionals' limited knowledge and understanding about the illness 
and its ramifications, at times, affected the level of care participants received. 
Participants with neurological conditions cited examples of both nurses and 
physicians not understanding and refusing to acknowledge that these patients 
could have pain. Joe describes the following episode during his rehabilitation: 
The physic sat me up one day in a splint, Burke's splint that holds your 
neck up at the back. The physic went home at lunch time and I was still 
sitting up and I ended up getting a break [pressure sore] in my backside. 
I asked the nurses to put me down and they wouldn't, said I couldn't feel. 
But I could, so I abused them (Joe). 
If the opportunity was there, some participants changed their health care 
providers. However, many participants did not see this as an available option 
because of their dependency upon the system to provide them with care and 
their lack of personal or financial resources: "In some places if you blow your 
stack, then they kick you out" (Dick). One response to insensitive treatment 
was to become reluctant to seek professional advice. 
However, individuals also expressed gratitude and appreciation to health 
professionals as these quotations suggest: 
The nurses were great (Dick). 
The nurses were very kind to me (Margaret). 
You need good people like Dr. Q who will really read those mammograms 
with care (Elsie). 
The person I was most grateful to was my physiotherapist (Arthur). 
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6.1.3 Protecting self from friends and strangers 
Participants reported that they also had to protect themselves from insensitive 
treatment from others. The most frequently used strategies, to protect oneself 
from emotional pain, was to limit contact with others; thus, insulating oneself 
from further trauma. As an example, one participant describes withdrawing or 
limiting his public exposure: 
For years I worked at the S. markets building their offices. I walk up there 
now and they come and say how are you and all that. That gets on my 
bloody wick. I know how I am. I am not bothered - I object to them 
feeling sympathy or sorrow but as far as I am concerned it is my life but 
there is something wrong, fair enough. It annoys me when they keep 
coming up and saying all this that is why I've more or less stopped going 
up there. I used have quite a few friends up there. I knew a hell of a lot 
of people up there. Keep on asking how are you, well I don't know 
myself so how the hell can I tell them (Fred)! 
To manage the reactions of strangers, participants also tried to develop an 
attitude that other people's comments did not matter: "I learned after a while 
not to let it bother me" (Mary), or to consciously ignore the stares: "I usually 
look down or talk to the person that I am with" (Sally). Other protecting 
strategies were to limit the amount of information about their condition that 
they gave to other people. 
As a positive response, participants also commented that their disabilities had 
brought out the better side of human nature and that they had received a great 
deal of assistance. This assistance made them feel that they were acceptable 
as they were: 
The games started at three. So at one o'clock we got into a taxi and it 
only took a few minutes to get to the stadium. So anyway, it was kind of 
a nasty day. But what we didn't know was that the gates were locked 
until one hour before the game began, that was two o'clock. And we were 
there a little after one. So we were outside waiting, there were 5 or 6 
others waiting. And somebody came out the door he saw me and he 
knocked on the door, called out, there's a guy here in a wheelchair! And 
. would you believe we were the first two in the stadium an hour before 
anybody else. We really appreciated that (Harry). 
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The extreme kindness of people that you would least expect was 
tremendous. Quite often those you would expect, you never saw; they 
could not cope with what was happening so they kept away from you, 
including some very close relatives (Ruth). 
Edith summarises her feelings about the importance of others: 
Bearing it, I guess I would say, the positive attitude is how to bear it O.K. 
And I feel that it is necessary to be able to bear everything that I have 
been through. Not to bear it , I guess I can't answer not to bear it, but 
bearing it, would mean a positive attitude, fun, laughter, smile and one 
that like I said, jolly I'd love to smile, I love to be around people. I guess 
that has helped me to bear what I had to go through (Edith). 
It would seem that the intolerance of society for illness and disability places 
a burden on the victim for managing the situation. The sufferer's experience 
is most eloquently expressed in the following description by Frank (1991) who 
suffered both a myocardial infarct and cancer: 
Most people's problems with mourning are not caused by compounded 
losses; their problems are caused by other peoples's desires to get 
mourning over with. Medical staff, family, and friends all want the ill 
person or caregiver to accommodate to loss, whether it is caused by 
illness or by death, as quickly as possible. Mourning slows down the 
treatment of the ill and reminds others of their own mortality. Society 
pressures us to return to the healthy mainstream, minimising and 
forgetting our losses (Frank, 1991, p.40). 
6.1.4 Making Sense 
A further subcategory of protecting was questioning about or making meaning 
of the situation. A common, but not universal, response to illness and injury 
was for participants to ask why did this happen. For some participants asking, 
"Why me?" occurred in the becoming aware phase of the trajectory illness and 
injury. For others this questioning continued throughout the illness experience: 
But I had these terrible. "Why me? Why me?" All the time (Gladys) . 
. I went through the "Why me?" for a while but I soon got over that. I 
started to understand what was happening and how it happened I found 
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out that it was so simple to get because my renal failure was caused by 
a cold, a virus and the infection went down to the kidneys. It was simple 
and it happens to quite a few people (Ralph). 
I think I came to terms with the fact that your first reaction is sort of "Why 
me?" But again as I say I've since talked to three people that I know 
quite well that have had mastectomies and I didn't know it. And I thought 
well, "Why not me?" Because it is certainly prevalent enough (Marge). 
In these situations, "Why me?" was resolved when the participants became 
more aware about the causes of their condition. Some participants with 
cancer reasoned that the probability of getting cancer is one in four and this 
probability was not necessarily related to any particular factor within 
themselves. This reasoning made them feel better. As Marge stated: "Why 
not me?" When Ralph realised that renal failure could happen to anyone, he 
stated that he progressed beyond the "Why me?" phase. 
In some circumstances the question of "Why me?" remained as an ongoing 
issue throughout the illness experience when participants could not find a 
satisfactory explanation. These participants noted that "Why me?" remained 
as an persistant question: 
And as they say there's only one or two questions I want to ask is Why 
me? And on top of that I don't think it's fair. (laugh) There's no referee 
(Fred). 
I often wonder why (Dick). 
A significant factor that enable participants to go past the "Why me?" phase 
was the acquisition and provision of information. Information enhanced 
understanding about their condition and lessened the associated feelings of 
responsibility for their situation. 
For some participants, the reality of what had occurred meant questioning their 
faith or religious beliefs. Anger at God was another aspect of wondering why 
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for some participants. At the time of her losses Joan's faith was shaken but 
religion later became an important part of her life: 
Why would He do this to me when I pray every night for Him to look after 
us. Then I'd be talking to the ministers or some other people and they'd say 
well God didn't do this, the devil did it. I had a hard time accepting that 
because I could not accept that the devil would actually be there among me 
and my children. And then I remember thinking well, even if it was the devil, 
if it wasn't God, if it was the devil or some evil force, God is stronger then 
evil, so why did God allow it to happen? He's more powerful than anything. 
He could have said no! I won't let this happen to them (Joan). 
For others their relationship with God was strengthened and these beliefs gave 
them some of the strength to continue on: 
It was a matter, I suppose, of identification for me, and that helped, that 
was bearing it. I suppose its called in Christian terms, Christ says, come 
unto Me, all you who labour and I will give you rest. Because He'd gone 
through that anyway, see. You're not going through anything new. So that 
was bearing it for me, it relieved my load. It didn't mean that it didn't hurt, 
it did, it worried me (Mark). 
Not all participants commented on why the illness or injury had happened but 
instead had other queries. For example, why did it (the illness) have to get 
worse when they believed that they had done everything possible to prevent 
such an event from recurring? Some participants searched for reasons from 
their past experiences or in their family history and indicated surprise when 
there was no family history of the condition. Sometimes there was a 
suggestion that there was a deeper purpose or meaning behind the illness 
even though it was not clear to them: 
But just why I came out with this complaint, that was a real 
disappointment because I thought we lived healthily and have plenty of 
vegetables, lightly cooked but anyway it is just one of those things (Lois). 
The first thing is "Why me?" But I guess there is a reason (Harry). 
Why did I have to have it this badly when I was a perfectly healthy 
. person? I saw this as very unfair and I was quite angry at that and I didn't 
see why this should happen to my children or me or anything else. I 
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wondered you know, whether I was a terrible person because this had 
happened. You go to a religious thing on a punishment level and I had 
a lot of anger then. The other anger that I had was the next year after the 
chemotherapy and I had been stable for six months and then had another 
attack. I was very angry then, that I hadn't gotten as much time as I'd 
wanted; that I'd had another attack even though I'd done everything in my 
power not to. I found that really, really tough to deal with (Margaret). 
However, not everyone reported going through this phase, Edith and John 
both stated that they had never wondered why. Other people indicated that 
they may have wondered "Why me?" but it was a fleeting feeling. Elsie 
commented that she briefly wondered if she was being punished. 
Why do sufferers need to make sense? This is eloquently described by 
Murphy (1990) in his book, The body silent which describes his experience 
with a progressively disabling spinal cord tumour: 
Shame and guilt are one in that both lower self-esteem and undercut the 
facade of dignity we present to the world. Moreover, in our culture they 
tend to stimulate each other. The usual formula is that a wrongful act 
leads to a guilty conscience; if the guilt becomes publicly known, then 
shame must be added to the sequence, followed by punishment. There 
is then a causal chain that goes from wrongful act to guilt to shame to 
punishment. A fascinating aspect of disability is that it diametrically and 
completely reverses this progression, while preserving every step. The 
sequence of the person damaged in body goes from punishment (the 
impairment) to shame to guilt and, finally, to the crime. This is not a real 
crime but a self-delusion that lurks in our fears and fantasies, in the 
haunting, never-articulated question: What did I do to deserve this? 
(Murphy, 1990, p. 75). 
Making sense was an aspect of illness and injury that did not occur for 
everyone. If participants were wondering why an illness or injury had occurred, 
some of the wondering why was resolved when participants developed a 
greater understanding of cause of their conditions. This was the situation with 
Ralph and with some of the cancer participants who were aware of the high 
prevalence of cancer in society. Arthur believed it was just misfortune; he was 
in the wrong place at the wrong time. For him it was pointless to continue to 
analyse what had happened or why. For other participants wondering why 
remained an ongoing question. 
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6.1.5 Summary 
Protecting was an initial strategy, although protecting was ongoing through the 
experience of enduring illness and injury. Releasing emotions was important 
during the initial phase of illness but releasing emotions in response to tension 
was an important part of bearing illness and injury. Releasing was also a 
means of preserving themselves by limiting the boundaries of suffering. The 
reactions of others and the response of the participants to these reactions was 
an integral component of protecting. Attempting to make sense of the 
experience by asking why was an important, but not a universal question. 
6.2 Modifying 
Modifying was the second major strategy involved in limiting the boundaries 
of suffering. It is initiated in response to the various problems and situations 
that participants encountered when managing the illness or injury. Modifying 
represents a willingness to attempt to manage the difficult circumstances. 
Modifying strategies were used in conjunction with protecting strategies. 
When participants realised that their reactions were stressing others, then 
more productive ways of managing illness or injury were found. Modifying 
strategies involved: learning to manage the emotional responses and 
gathering knowledge and skills that eased management of the situation. The 
influence of others remained an important aspect of modifying. The major 
subcategories of modifying were: dealing with the emotions, learning to live 
with uncertainty, compartmentalising time, revaluing and interacting with 
others. 
6.2.1 Dealing with the emotions 
As discussed in Chapter Four, there are many painful and anguishing 
emotions associated with illness and injury. Most participants described 
feelings of frustration and anger; these feelings were integral to the experience 
of illness and injury. Releasing emotions, (see section 6.1.1) was described 
as a protecting strategy but one that had limited value because of the 
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repercussions that releasing had on the participant's support sources. 
Learning strategies to defuse their feelings was necessary, according to most 
participants, if they were to have any quality of life. Adjusting to these 
emotions was a continuous process. The following quotations describe 
anguishing feelings and the efforts to manage these feelings: 
You are definitely angry about it but at that time. And I suppose you are 
always angry about it. But you realise being angry about it and blaming 
people. You can't point fingers at people and say you caused it or you did 
this or you did that (Arthur). 
The mood swings are terrible. You have to learn to control your moods 
and that is difficult because you have a headache all the time or you have 
a leg ache all the time. So you tend to get very annoyed and very upset. 
And really can't be bothered doing anything. {A-ha}. You know, you have 
days where you wished you were on your own and you didn't have a 
husband to cope with or family to cope with or meals to worry about. They 
expect you to do those sort of tasks. That's the expectation. They expect 
you to function as a wife and as a mother and those functions often are 
very difficult to perform (Mary). 
Even if you are violently ill or something, you can use your mind, read 
poetry, read things, anything like that. You know, even if you are 
physically incapacitated, as long as you keep your mind active and doing 
things, you are not worrying as much about your physical condition. ·I 
think anything you can do to keep your mind occupied and busy, helps 
you to tolerate the disease you have. I think once you give up that and 
start to constantly worry about this disease, I think you just become ill 
faster than you would if you did other things (Rose). 
Another important strategy participants used to manage emotions was hope. 
Hope involved hoping for a cure, hoping for new medical developments and 
hoping that they would not suffer too much in the future. Susan states: "I know 
the arthritis can't get any better and I just hope I don't get to the stage where 
I am in a wheelchair." If hoping for radical cures were not a realistic 
expectation, then participants hoped for improvement in the quality of life: 
There is always the hope that you are going to get better but as I said 
before you just take it day by day. I never really thought about it actually . 
. I was hoping maybe I'd get a bit more movement and all of that- but I 
didn't get better so you always have that same movement. So you're stuck 
165 
with that (Pete). 
It wasn't life threatening to me when I heard I had leukemia. But then I'm 
also aware of a lot of research that's going on in this type of field. There's 
a lot of genetic research going on with leukemia and there's a lot of 
chemotherapy that's going on with leukemia. They've done a tremendous 
amount of helping people with leukemia (Rose). 
Wishing was a strategy that was also used to manage emotions. When 
participants commented on their wishes, it was for partial return of function not 
for complete recovery. For example the quadriplegic participants did not wish 
to be able to walk, but instead, wished to be able to use their hands. One 
severely disabled participant did not wish to use his hands but merely to use 
his arms so that he could feed himself as this quotation describes: 
I wouldn't- wouldn't mind just gett'n me arm movement back though that's 
-that'll just suit me down to the ground if I just get me arms back you 
know even just the arms and not even the hands you know which would 
be -which would be great ah be able to scratch me nose and feed meself 
that's what I want (Dick). 
Although participants commented that time was an important factor in 
modifying their emotional reactions to illness and injury, time did not resolve 
all the emotionally painful aspects. Feelings do however change over time, 
and the emotional impact lessens: 
I guess it doesn't worry me. It is uncomfortable, it is a nuisance but I don't 
feel as though every time I see my grandchildren it is going to be the last 
time. I am not morbid about it. I don't know - I don't know how my friends 
react to it I sort of wish I would have known (Marge). 
It doesn't worry me now, I can go to bed and sleep but those first few 
years were terrible I can even make jokes about disabled people (Harry). 
Participants suggested some reasons for modifying their emotions; one reason 
was to regain a sense of self. A second reason was to ensure support from 
others which included assistance in meeting physical needs and emotional 
support. Joe commented: "I bear a lot of pain but what else are you going to 
do? There is no use whingeing, it doesn't help the pain," and he added this 
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very telling comment: "They won't come around a whinger" (Joe). 
Enduring the illness and injury required effort and determination to be cheerful 
despite the difficulties: "If times are tough you just say, well tomorrow's 
another day and things will work out. Nothing ever stays a problem for long " 
(Esme). 
Participants noted how their own attitudes affected those with whom they were 
in contact. For example, several participants commented that if they were 
unhappy, the lives of those around them were affected. Being unhappy 
proved to be an unproductive response. The following quotations outline 
efforts to modify their behaviour and reduce some of the unhappy feelings: 
It gets to a point where you figure, well I can lie here and be miserable 
and feel sorry for myself, and wallow in self pity and sink and go to a 
nursing home or whatever. And all right, that might be justified, but what 
will I get from it? I will be miserable, I'll still be alive probably, I'll be 
miserable but nobody will want to be around me. Because nobody likes 
to be with someone who whines all the time. Yeah, you can whine for an 
hour if like anybody, but if I was going to live that lifestyle no one would 
want to be around me. I had already had met people like that and knew 
who I didn't like to be around, and who did. And I decided that I wasn't 
going to become like some of these people who got their needs met by 
being ill and by being miserable and by being demanding. But no one 
wanted to be there, they were there by necessity and guilt. And I didn't 
think I could live that way so I thought that it was my choice to pick myself 
up and figure out what I had left and live some part of a normal life with 
it (Margaret). 
But you gotta live life as it comes if and your gunna be in an unhappy 
mind, in a grumpy mind you bring the rest of the people down. I do have 
grumpy days, everybody does. That is the way things are. So I try to 
keep a happy mind about things you know. Put a smile on the old dial 
(Dick). 
Family support I think is vital. Of course, you certainly want them there 
but they can't do anything. They can't say, "Well, I'll make it go away 
Mom." So I think it has to be primarily yourself. And maybe it is just-
concern, it is for other people's feelings that if they thought that you 
thought that the world was coming apart, then their world would come 
·apart a little bit too. So you don't let the world come apart (Marge). 
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6.2.2 Learning to live with uncertainty 
Most illnesses and injuries carry an element of uncertainty and learning to live 
with uncertainty was required of many participants. Strategies used in these 
circumstances were: to concentrate on living day to day, becoming fatalistic 
or deliberately choosing not to worry too much: 
That's another thing - you wonder whether you'll get really sick and have 
pain and that, if they don't cure it with the chemo, you sort of have that in 
your mind- then you take that as it comes, anyway. We could have an 
earthquake before then (Maria). 
I think I have great faith in living. This is my life, I do the best with it each 
day that I can (Rose). 
Another strategy was not to permit oneself to think too much about the future, 
particularly if it might be distressing: 
If you allow yourself to think about the fact that you have leukemia and 
down the road you are going to die from this leukemia, and you worry 
yourself about it everyday - whether it's going to happen tomorrow or the 
next day, then you would be different. The fact that I don't allow myself 
to worry about or even bother to think about it, - I just do the things I have 
to do (Rose). 
Today is today and you live it and you do the very best that you can for 
that day and you look into the future -to a point (Edith). 
6.2.3 Compartmentalising time 
As discussed earlier, time was a problem, especially if the participants were 
awaiting surgery; then time management was difficult. George, who awaited 
a pending diagnosis of cancer, assumed that he was going to receive bad 
news. During the waiting time he chose to consider this time as a time that 
would be free from worry, so he concentrated on enjoying himself. He 
comments: 
Everybody in the family who knew about, those who were in the know, the 
thing that they spoke of was, "When are they going to give you the 
-diagnosis. When are the results going to be in? Why is it taking so 
long?" I tried to control it in myself and I think I was successful with 
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myself to be patient, this is the way it is. And I guess partly I said to 
myself, "Since it seemingly is going to be bad news, every day that I don't · 
get it is another day that I can go on and enjoy life or do whatever it was 
I was doing" (George). 
However, time was also a valuable resource. Participants awaiting surgery for 
cancer surgery comment on the importance of having time to prepare 
themselves and of feeling deprived if there was insufficient time to prepare: 
I was fortunate that I had that time to get myself ready. It would have 
been so different if I was out on the street and had been suddenly struck 
down (George). 
I had time to prepare myself. I was scared but I was ready (Sarah). 
Participants frequently described that they learned to take each day at a time 
and tried not to worry excessively about what might happen in the future. 
Excess worry about the future compromised the good moments that existed 
in the present and was not a constructive use of time. Making the best of 
things involved trying to make each day enjoyable and was thus a means of 
preserving self by limiting the boundaries of suffering: 
I mean, my feeling is that you have to live with what you have each day, 
one day at a time. If you are going to sit there and worry about what is 
going to happen tomorrow, that would probably be worse than if you don't 
worry about it (Rose). 
6.2.4 Revaluing 
Modifying one's response to illness and injury meant letting go of past 
accomplishments and learning to revalue the personal abilities that the 
participants still possessed. Several participants (Margaret, Arthur, Rose and 
Ralph) indicated that it was distressing, and unproductive to agonise over 
previous achievements. Thus they modified their response by learning to 
make the best of the skills that they possessed. These actions improved their 
quality of life and diminished their suffering. The following quotations suggest 
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that this can be done; it was traumatic, but eventually it was beneficial: 
You know, if you can replace playing baseball with going to a concert, and 
enjoying it enough not to miss the baseball quite as much, or being a 
scorekeeper instead of a player, starts to feel 0 K, instead of just 
anguishing over not being able to play. It's such a wasted emotion 
(Margaret). 
You have to forget that you could do things once (Mary). 
You learn to enjoy what you have (Eliza). 
I think you learn to appreciate what you've got a lot more when you sit 
down and the dust settles. What have I got, what have I lost (Arthur). 
Various revaluing strategies were used by the participants in this research. 
These included forgetting the capabilities that existed prior to their illnesses 
and injuries and learning to replace these skills with alternative activities. 
Compensating in other areas, if possible, was helpful to some participants. 
For example, Ralph progressed from lying in bed to being able to compete in 
the Transplant Olympics. Being actively involved in volunteer work or support 
groups was a tactic several participants (Harry, Margaret and Ralph) used. 
Re-learning former skills was also a beneficial strategy: "When I found out that 
I could drive I felt a lot better about myself' (Joe). Learning new skills was 
also helpful as Mark indicates: 
It is just a matter of finding out what I can do and then enjoying what I can 
do now. I hadn't done any painting or drawing for thirty years, I gave it up 
in my early twenties and hadn't done anything. First thing they asked me 
what I wanted to do when they got me out of the bed into a chair and I 
said, "I want to paint" (Mark). 
Recognising the importance of letting go of the past and revaluing present 
accomplishments was part of decreasing the anguish and limiting the 
boundaries of suffering. This was described as an important feature of the 
phase facing reality as discussed in Chapter Five. For participants who are 
too physically ill to substitute other activities, not being able to revalue their 
abilities may add to the anguish. It may mean that their social world 
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diminishes as they limit the number of social contacts and social activities. 
An important consequence of revaluing was that the person was able manage 
their life more constructively: 
But I no longer sit there and think, "Right next month I'm going to be 
better or next year I'm going to be better". I no longer dwell on the fact 
that I'm not going to get any better. And yes I do feel a better person in 
myself. I've managed now to do things to the best of my ability. You 
learn to accept what you can do for what it is in spite of the pain (Mary). 
But I think, you know, that you have to accept that things are going to 
happen to us and then you do the best you can (Rose). 
6.2.5 Interacting with others 
Learning to live with a condition involved interactions with others. Section 6.1 
discusses strategies to protect oneself from others. There were two major 
aspects to interacting with others. These are: first, learning how to live with 
the reactions of others and second, becoming aware of how their illnesses 
impacted upon others. All of the participants commented on how the reactions 
of others affected them. Those participants who had visible disabilities felt 
under scrutiny, and those with cancer had to "deal with the bad image that 
cancer has in society"( Marge). Participants who had illnesses with no 
outwardly visible signs had to manage the intolerant attitudes of people who 
simply did not understand the participants' problems and limitations. 
Participants (Mary and Joe) felt that they were judged because they could not 
perform many of their expected social roles, such as being employed. 
Society's intolerance towards illness, disability and disfigurement was reflected 
in the way that participants felt about themselves. 
Part of limiting the boundaries of suffering and preserving oneself was to 
modify one's reactions and behaviours in response to others and to learn not 
to be overly concerned with what other people thought. For those persons 
who had an illness that is not accepted as credible, for example Chronic 
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Fatigue Syndrome (CFS), this was particularly important: 
You sort of live with that all the time - knowing people don't really 
understand unless of course they have someone close to them who, or 
know someone or a neighbour or something, seen exactly what CSF is all 
about. But you learn to sort of not worry what people think after a while. 
You just make decisions and think oh well, they can think what they like, 
I am me and I've got to make my own decisions for my own life (Sally). 
As described in Chapter Four, changes in physical appearance was one of the 
unbearable aspects of illness and injury. Body image is important to most 
people because it indicates how individuals perceive themselves, and how 
they imagine that others perceive them (Drench, 1994). Participants with 
significant disfigurements or disabilities indicated that people would stare at 
them. Learning to overcome their feelings about the reactions of others to 
their changes in body image was a facet of limiting the boundaries of suffering. 
Participants indicated that they gradually had to adjust to their own 
disfigurement. Joan and Ruth described becoming accustomed to the dramatic 
change in appearance by gradually looking in the mirror and trying to 
overcome their aversion to their changes in appearance. Another strategy 
was to be open with family members about changes in physical appearance: 
As a matter of fact, after my first mastectomy, as soon as I got home, my 
mother was here. She said, "How are you going to handle this with the 
children?" I said, "I will handle it". And I took them into the bathroom 
and I undressed and I showed them. We talked about it and I said, "If 
you can't or if it is difficult for you to see me this way, then I guess maybe 
you don't come in the bathroom when I am here. Because I said I am not 
going to hide and I am not going to be ashamed of my body". So and we 
never really had a problem with that. And that helped the whole family 
again (Edith). 
Participants described other strategies to desensitise them to the reactions of 
others. These strategies included: learning to ignore the scrutiny of other 
people or to accept that it was part of being disabled and to develop a "thick 
skin". Joan describes purposefully attempting to desensitise herself to the 
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response of others: 
People would really like glance and then all of a sudden, they glance at 
you and turn away and it's like their brain all of a sudden tells them that 
there is something wrong. So they look again but this time their stare is 
longer, instead of just a second, it's like four or five seconds and then 
some of them will turn away, -some don't. I had one case when I was 
going to an eye specialist. I went with my friend and I said to my friend, 
"Now be prepared because people are going to stare". And she said, "No, 
there's nothing really wrong with you". And I says, "Dora, people will 
stare." I said, "So remember what I'm telling you, you've got to learn to 
accept it" (Joan). 
Some participants fought back against the reactions of others by acting silly 
or by making caustic comments: 
I used to turn and I sort of look at myself then they get embarrassed and 
sort of turn around and walk away. I sometimes act real stupid like I am 
spastic, throw a bit of a fit and they just look at you and shake their head 
and walk away (Joe). 
6.2.6 Summary 
Modifying is an important strategy in limiting the boundaries of suffering. This 
strategy involved learning to make adjustments either in one's emotional 
reactions or by learning strategies to manage the more difficult situations. By 
revaluing their existing skills, participants were able to decrease their distress. 
Participants recognised that a significant amount of the responsibility for 
managing their circumstances was their responsibility, although others were 
helpful in this process. Sarah's quotation summarises the situation: 
Even though I might be really upset, there was this little voice in my head 
that was saying "This is going to be tough, but you can do this". It was 
just... and then I wasn't bearing it, it was sort of like, "You can't- this is 
too much. You can't bear this". That's when I'd be in bed. When I 
thought I was bearing it I think I was always doing something constructive 
or doing something that was going to facilitate managing this or just 
looking it square in the eye and saying, "Okay, if this is it, then I have to 
do this". When I felt like I wasn't bearing it I was sort of avoiding it and 
doing whatever I could to not- just don't, this is too much. And then 
. vacillated back and forth. But I think that vacillation is important because 
when, when it's a really heavy - if you think about it as a physical object. 
173 
If you're carrying a really heavy object, you can't keep carrying it all the 
time. You have to set it down and reorient yourself and stretch and stand 
up straight again, or sit down and do whatever you need to do to relieve 
the load. Then you can pick it back up again. But to keep carrying and 
never set it down, that was impossible. And so, giving yourself permission 
to set it down and say, "It's okay, I know you'll pick it back up again" 
(Sarah). 
6.3 Boosting 
The third major strategy was labelled boosting. Boosting was a term used to 
describe efforts that were used by the participants to enhance their feelings 
of self-esteem. By enhancing self-esteem, one can feel more capable about 
managing the situation and circumstance. As with modifying, boosting was 
largely self-generated. In the trajectory of bearing illness and injury, boosting 
appeared to occur during the phase of facing reality. It was an important 
strategy that enabled the individuals to move forward and to live day to day. 
During the becoming aware phase there was little evidence that participants 
focused on boosting strategies. The major subcategories of boosting were: 
building up courage, comparing self to others. focusing on the positive and 
recognising the ups and downs. 
6.3.1 Building up courage 
Participants described their efforts to adjust to the emotional and physical 
trauma of disease and disability. By encouraging themselves, participants 
indicated that they built up their courage to endure their circumstances despite 
the difficulties involved. Building up their courage was helpful to the 
participants because it developed and reinforced a positive view of themselves 
as these quotations suggest: 
I think a lot of being able to tolerate this disease is, you know, 
programming your own mind to think, "I have this and I can tolerate it". 
And make your mind to tolerate this as much as you can (Rose) . 
• 
I can tolerate a lot of pain, you sort of build it up (Joe). 
I began to do what I called emotional weight-lifting (Sarah). 
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Building up courage required effort as several participants commented, "I try 
to be optimistic". Attempting to be positive was an active response and 
involved a conscious effort to fight fears and anxieties and meant trying to be 
courageous. This quotation suggests one strategy that was helpful: "I don't 
allow myself to worry about or even bother to think about it" (Rose). 
6.3.2 Comparing self to others 
Participants spontaneously described how they compared themselves to 
others. This involved two different strategies. One strategy was believing that 
they were bearing their misfortune better than their families or other persons 
who also suffered from illness or injury. A second strategy was for participants 
to indicate that they believed their condition was less traumatic than conditions 
that others were enduring or to suggest that their own circumstances could be 
worse. This second strategy was termed holding the worst in reserve. 
6.3.2.1 Bearing it better than their families or other sufferers 
Some participants indicated that they believed they were coping with their 
situation better than their families were coping. These participants described 
incidents of their family members becoming very upset and the participants 
had to comfort them. The participants suggested that when they remained 
optimistic or developed an optimistic attitude, it was beneficial to those around 
them. Remaining or becoming positive can be a means of ensuring continual 
support because, as some participants indicated and as discussed in 
protecting, (see section 6.1 ), if the sufferers became too distressed, then their 
families were upset. An upset and grieving family did not help the participants 
but added to the burdens associated with illness or injury. Margaret states 
with respect to her partner: "Two grieving people do not comfort each other 
very well." Decreasing the stress on the family eased some of the 
participant's own burden as theses quotations suggest: 
As a matter of fact there again I think sometimes I feel my attitude and 
. the way I was helped my family, [it] helped my husband I know, helped 
my husband a lot (Edith). 
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Everyone else got more horrified because of this disease than I did, really 
(Rose). 
My family was in shock, but I sorted them out (Maria). 
The participants compared themselves to others on behavioural and emotional 
dimensions. Frequently these comparison were biased towards themselves. 
Participants indicated that they saw themselves as managing their 
circumstances better than others who had suffered similar trying 
circumstances. 
My daughter-in-law said, 'If you think for one moment that I could handle 
it (having a cancerous breast lump) as well as you did, you are crazy' 
(Marge). 
We all knew the food was bad but we couldn't change it just on our own. 
I saw blokes throw plates and {Hm}. That's - I felt like doing it myself, I'll 
be honest about this, you feel like throwing it to buggery but I mean, if you 
could throw it outside that's bad enough, too, 'cause some other poor 
bugger's out there's got to clean it up. What about them? Throwing it 
around in the ward, the nurses or the wardies whatever, they've got to 
clean it up anyway, so what did that accomplish (Arthur)? 
I saw other people, one guy down there would fling his arms around the 
nurses and wouldn't eat. And they'd try to make him eat, he'd have a 
mouthful and spit his food back at them, wouldn't talk to people and stuff 
like that (Pete). 
I think generally you come through it - I look a lot better at 60 than some 
of my friends in their early 50s, it is because you have been through this 
and have to realise you just have to change your program (Ruth). 
I know a couple of guys that were in there and they tried to pull the plug 
on themselves, - I don't - that - whether they hadn't come to terms with it 
or they just felt they didn't want to, I don't really know (Arthur). 
Believing that others were not coping with their problems as effectively as the 
participants believed they were coping was, at times, a source of contempt. 
Some participants asserted that they would manage those individual's 
circumstances better: 
It's like a feeling half way down my biceps muscle there a little bit of arm 
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movement in me right arm but it is not much at all - not enough to feed 
me. Just enough, it is a bit of a pain in the butt because I know a couple 
of guys who have got arm movement, they can move their arms around 
but they won't feed themselves, you know. {Hmm}. That really cheeses 
me off because I wish that I could have just a bit more so I can feed 
myself (Dick). 
She is complaining because her chest was burned what would she do if 
her entire face was burned (Joan). 
I don't like being called a paraplegic because I was not given the 
opportunity they were given and that angers me. I was born with a 
disability and was never given any money for being disabled. These 
people at least get a chance to do something with their lives. There are 
the ones who can't handle their disabilities (Esme). 
6.3.2.2 Holding the worst in reserve 
A powerful boosting strategy was for participants to consider the worst 
possible situation and compare it to their present circumstances. This was 
termed holding the worst in reserve which indicated that irrespective of the 
present situation, circumstances could always be worse. Participants 
described the worst situation when they compared themselves to others or 
compared their health condition to other health conditions. The following 
quotations suggest participants compared their conditions to others whose 
health condition appeared to be worse: 
It is bad enough to be a quad, but to be a para and deteriorate into a 
quad. So it is worse for him, you know, sort of a double shock (Joe). 
I think the hardest thing is when your face is burned. When your face is 
gone, you are unrecognisable as to what it was before. I've often thought, 
what would I do? I had a hard enough time with half my face and my 
body, but she's burned all over, front, back, face, neck, everywhere 
(Joan). 
You can't dwell on what's happened, you can't change it, so just live your 
life as best as you can by seeing other people out there in worse 
condition than I'm in. I'm lucky not to be on a respirator, there are people 
out there who are on it twenty hours a day and get only a couple of hours 
relief from that. There are people who can't move their arms, they have 
to drive their chair and punch computer keys with a stick in their mouth 
and all of that sort of stuff (Mark). 
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Participants also compared their illness to other illnesses that they considered 
to be worse. Harold, who had heart disease, commented about how he 
compared his illness to having diabetes: 
How do I take it? There nothing to take. It is just like some people got 
sugar, I've had a heart transplant. That just the way I look at it. All that 
I've got to do is take medicine, take pills. No big deal in my life. Some 
people have to take shots each day - I'd hate that, taking a shot every day 
(Harold). 
Participants with diseases such as renal disease or skin disease commented 
that it would be worse to have cancer than to have their disease condition: 
Then you see this complaint is nothing like cancer. I'm not in the grip of 
that and so what I'd be like in that situation, that is another story (Lois). 
I feel sorry especially for cancer victims because once they find out they 
have got cancer, they can learn to accept the cancer, the treatment and 
all that sort of thing, but I can't understand how they can accept it 
completely because of the end result. At least with renal failure the end 
result is a transplant and they are prolonging life, with cancer unless the 
treatment is a success it is very hard to accept what is going to happen 
eventually (Ralph). 
However, participants with cancer commented that it would be worse to have 
been injured and suddenly not be able to walk: 
At least I have not been struck down and not be able to move (Rose). 
But yet. - like, a lot of other people don't realise everyday they go out in 
their car they could be killed or they could be maimed or - but when they 
get cancer it is OOOH, you know, it is death! Well it is not a very 
pleasant thing, you don't want to go through it, but yet if it does happen 
to you, you have a warning to say, hey, get on with your life (Edith). 
Participants who had cancer also commented that they compared their present 
situation with a possible worsening situation in the future: 
It would be worse to be in pain (Rose). 
See, if it takes me out in the end, I don't know how I'll feel at that 
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particular stage, you know, at the present time, I know I've had it at least 
eighteen months (John). 
As well they considering how things could be worse, participants commented 
that they were lucky. Participants with cancer believed that they were lucky 
their cancer was discovered when it was: 
Maybe I'm lucky. Maybe I'm lucky I played 36 holes of golf that day, 
because I would never have felt that lump and it was big (Marge). 
I feel very fortunate in a way that this did happen to me because I do pray 
-and life is precious to me (Edith). 
How lucky I am and how bad it could have been. So I guess I count my 
blessings and every time I see something about breast cancer, I try to pin 
it on the bulletin boards in the department where I work and to encourage 
others to get mammograms (Elsie). 
Dick, who had been seriously injured and was as a quadriplegic as result of 
his injuries, commented that he felt lucky that he did not have to have a 
tracheostomy: "The thing I was lucky not to get was a trachy all the other 
guys injured at my level did " (Dick). However, feeling lucky had a qualifier, 
as Harry, who had Multiple Sclerosis, states: "I am not lucky, I am more 
lucky than others" (Harry). 
Participants who did not consider themselves to be lucky were those who had 
terminal conditions. These participants held the worst in reserve and talked 
about planning, preparing and about hope. Hope was a strategy that was 
frequently used when considering the future in these circumstances: "I hope 
that by the time I get really bad there will be some pain relief available" 
(Rose). Hope was also a modifying strategy as described in section 6.2. 
Fred, who had a terminal condition, made comments that suggest a 
resignation to his circumstances: 
As I say there is not much you can do. I think there has been a hell of a 
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lot of people die recently of cancer and have a damn sight more money 
than I've got and they can't buy their way out of it, I am pretty certain I 
can't (Fred). 
Possibly, there is a time after which sufferers do not consider that their 
circumstances could worsen. In fact, they have become worse and sufferers 
simply endure each day, as Fred stated: "How do I bear it? I don't, I simply 
live day by day" (Fred). 
As well as comparing their health against the health of other sufferers, 
participants considered other aspects of their situation that could be worse. 
A situation that was frequently considered worse would be to not have any 
family. Gladys commented that without family she would likely have been 
placed in a nursing home. Fred commented that without his family he would 
likely have "put himself down" (meaning ended his life). Dick described that 
when he was near death following his accident he kept himself alive because 
of his wish to see his second child born: 
The family kept me going. I wanted to see the baby, see if it was a boy 
or a girl (Dick). 
Other participants also outlined the value of their families: 
I think the family has a lot to do with that. That's definitely a plus, for me 
that is- I've heard of people who have had no family. They obviously find 
someway of being able to bear it (Arthur). 
However participants indicated that they had to be careful of their sources of 
emotional support and ultimately the responsibility for bearing the condition 
was theirs: 
Family support I think is vital of course you certainly want them there but 
they can't do anything. They can't say, "Well, I'll make it go away Mom". 
So I think it has to be ah primarily yourself. And maybe it is just-
concern, it is for other people's feelings that if they thought that you 
thought that the world was coming apart. Then their world would come 
apart a little bit too; -so you don't let the world come apart. [Pause] 
-That's, I guess, why I reacted that way I just felt that I must not let 
anybody think this is a real big deal. It is something that has to be done 
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and gotten over with. You know, make jokes about it, ahahah, maybe a 
little bit of whistling in the dark I suppose - {What do you mean by 
whistling?} Well, if you don't think anything too terrible will happen, it 
won't. So put on this - have a positive attitude which I do believe in by 
the way. I believe that attitude can affect a lot of things. There is a little 
something to my madness. I guess there was a little bit of that involved 
(Margaret). 
6.3.3 Focusing on the positive 
Participants described how focusing on the positive aspects of life was helpful 
to them. All the participants were able to describe how they remained 
optimistic or positive in their outlook on life despite their circumstances. These 
comments emerged spontaneously during the interviews; there were many 
examples of positive comments. The following quotations illustrate three such 
examples: 
I think I manage very well. I manage a lot better than a lot of able bodied 
people do (Esme). 
I actually think I am pretty well sane. I actually cope fairly well (Joe). 
I think I accepted it pretty well (Pete). 
The tendency to see oneself positively was almost universal amongst the 
participants with the exception of George who did not believe that he handled 
the stress of pending surgery for cancer particularly well. However, in 
retrospect he states that he believed he had concealed his feelings well: 
I wish I were better at bearing things. And I think - that during that time, 
I didn't envy any one particular person, but I would wish that I were a 
calmer, a truly calmer, more relaxed, less anxious person inside under 
that cover, and that I wasn't forever thinking about it and talking to myself 
about it when no one was around, and so on and concentrating on it. I 
should just get on with my life. I had this image that others, lots of people 
that I have know who would have been better about putting up with it than 
I was even though on the surface I probably looked OK. People said, 
"Gee, you handled that well." I knew that I hadn't handled it well. Now 
I am just thinking even as I talk to you [the researcher] that maybe some 
other people whom I thought were good at handling it, were just as good 
-as I became at covering up (George). 
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Being positive appeared to be a self-generated feeling that did not depend 
upon the opinion of others. However, negative comments from others were 
hurtful, especially if the comments occurred at a time that the participants were 
feeling more vulnerable. Some of the more vulnerable times were when they 
were very ill or at times when their body integrity was threatened or there were 
other concurrent losses. Positive feedback from other people, particularly from 
family and friends, was influential in assisting participants to maintain this 
positive attitude. Despite this support however, many participants indicated 
that they felt responsible for managing their emotional responses and 
reactions as these descriptions illustrate: 
If you are going to live a long time, only you can make it quality 
(Margaret). 
Family and friends have been excellent, very supportive. Then they tell 
me that's because of my attitude - they all tell me. My sister-in-law said 
again yesterday because the way I've taken it has helped everybody 
(Maria). 
I think I am pretty strong person I know someone told me I was brave and 
that really touched me. [laugh] "Oh you are such a brave girl!" It was an 
old friend of mine actually. "You are such a brave girl or you are being 
brave". And I thought, "Well I probably am really [Laugh laugh]". I 
appreciated that people think that I am brave. I might have tried to live 
up to it then. I tried to be as brave as possible and of course it helps if 
you have a good attitude and I think I have had a great deal of support 
from my husband and I think from the family. But mostly from - I think 
I have a good attitude (Gladys). 
As well as seeing their behaviour as positive compared with others, many 
participants suggested that they tried to look on the positive aspects of their 
situation. Some participants indicated that they believed there was a reason 
for their misfortune even if it was not known to them. They outlined that their 
situation, although it was not very desirable, had positive aspects. Focusing 
on the positive extended to thinking that despite their plight, they were 
fortunate in some way: 
Maybe there was a reason for all this happening the way it did. If it had 
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gone on for another 6 months I wouldn't be this lucky. So see one step 
at a time then maybe look at the brightest aspect of a thing (Marge). 
Not everyone commented that they were lucky. For some participants, there 
was little about the experience that could be considered positive. For those 
participants with spinal cord injuries the situation had limited positive facets, 
so they selectively looked at the positive aspects such as considering how the 
situation could be worse. 
Other boosting strategies that were used were to join support groups so that 
their experiences would help other people or developing their skills in various 
areas. These strategies were also part of modifying their expectations (see 
section 6.2) and protecting others from emotional trauma (see section 6: 1.2). 
This quotation suggests the positive feelings associated with joining support 
groups: 
The thing I found with those games was that the interest that you build up 
at transplant meeting other transplants from around the world, it put you 
into a high. It made you look into the future and see that you can develop 
in fitness and become quite a good sports person and you used to feel a 
lot better about yourself. (Ralph) 
Other strategies used by some of the female participants were to dress well 
in an attempt to overcome physical defects by looking as attractive as 
possible. Margaret's decision not to let anyone see her without a wig, during 
her course of chemotherapy, was an example of deciding to retain some 
portion of one's former self. As she states: 
And then my cousin took the swatch of hair and found me a wig and 
brought it back and a lot of people who weren't aware, didn't even know. 
{H-mm} So, and nobody ever saw me bald. Like, not ever, my husband, 
my doctors, not a nurse, nobody but me ever saw me without my hair! I 
didn't want to be seen as a sick person and I thought anyone who saw me 
like that would always remember it (Margaret). 
Edith describes a positive boosting strategy that she used: 
I went out and it was just a case if I went out and could put my head up 
high and a smile on my face. And that was the same way because they 
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took my breast, that did mean, it changed me in any way, I just thought 
this is me and it is not going to change my personality, - and so I just 
made it that way, my way of life, like, and I know for a fact that I have 
helped a lot of people and that I have been an inspiration for the whole 
community (Edith). 
For the disabled participants, part of focusing on the positive was to not 
consider themselves as sick persons: "You are not really sick once the initial 
time of illness has passed" (Joe). Esme, who had been disabled since she 
was teenager commented: "I do not think of myself as disabled". Edith 
describes her positive attitude about her disfiguring mastectomy: 
I didn't feel like that they maimed me or butchered me or I guess I just 
felt, I really want to live, I have a very strong constitution, a very positive 
attitude and it was just like I don't have time for this, so I was not angry 
and I did not grieve but I didn't feel that I had the need to do that (Edith). 
6.3.3.1 Consequences of being positive 
Focusing on the positive had the added advantage of making the participants 
feel better about themselves and they believed that this attitude assisted in 
their ability to limit the boundaries of suffering: 
So put on this- have a positive attitude which I do believe in by the way. 
I believe that attitude can affect a lot of things (Marge). 
By mainly trying to have a positive attitude. Some people lose that 
attitude. I must admit at times I have done it myself at times but, overall, 
I think I am in pretty good control with what is going on. I make sure that 
I don't let it bother me all the time. I try to do other things to try and keep 
my mind off it by going out, playing sport and just having other interests. 
Then you can say you are in control of it because you aren't allowing the 
illness to get you down. But, as I said before, it doesn't always work 
(Ralph). 
Well, you have to be positive, I mean, I am out all the time when I'm well, 
I'm never home. Having diabetes for seventeen years, you're not always 
well, often you feel nauseous with that and you know as your sugar level 
changes, it's a daily thing, you never know how you're going to feel. So 
this seems to be another trial, because I'm used to not being well, with 
this. Then I thought, well it's just another thing, carry on regardless 
-(Maria). 
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Participants considered not being positive as detrimental to their well being 
and as a situation that potentially would only make them unhappy and did not 
accomplish anything. The importance of being positive is illustrated by this 
quotation: 
Staying positive. Well, you've got to look at the positive side of things; if 
you look at the negative, things can only get worse, so you can't dwell on 
them. You've got to treat every day as it comes and you got to look at the 
right side of life, you know, this is another day and I'll get there (John). 
One important reason to be positive was to ensure social support. Being 
negative jeopardised the social support that was available because it made 
others unhappy. Maintaining social support was an important aspect of 
ensuring physical and emotional care. A second reason to be positive was 
that it gave back some of the control that had been lost. It also enabled the 
participants to ask for help and to feel that they had value and rights as an 
individual. Esme stated: 
I don't see myself as disabled. I know that I need help and I am proud to 
ask for it. If I want help I will ask. I know I need it, if it wasn't the needing 
of help from other people, it would be very easy for me to forget because 
I honestly don't feel as though I am different to anybody else (Esme). 
Although participants commented that it was extremely helpful to be positive 
about oneself, if being optimistic promoted unrealistic expectations about an 
individual's ability to cure themselves, then being positive had negative 
aspects. Mary, who suffered from chronic pain, believed that if she tried hard 
enough, she could rid herself of her pain. Margaret believed that if she 
stopped struggling and rested; the disease would overcome her: 
But you also have to learn not to over do things. Don't push yourself past 
the limit which is what I used to do. I used to get so agitated I'd go and 
mow the lawn. Mm. I'd be so mad, so upset and everything else and I'd 
just go and mow the lawn. Whilst some of the anger came out, but then 
I'd be flat on my back for three days, because the pain would be just so 
. bad (Mary). 
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I felt at that time, if I give into this, to this illness, if I slow down, didn't do 
things that I would be giving in and I would be turning myself into a sick 
person. Which was inexcusable. If you read articles, magazine articles, 
Reader's Digest, the people who recover are the people who ignore their 
doctors and nurses and they fight and struggle and work hours and hours 
to build themselves up and they recover despite all odds. That's the 
people you read about and I thought that if I didn't do that, that I was 
giving up and that I would become worse and ill and it would be my own 
fault (Margaret). 
Most people did not feel positive at the onset of finding out about their illness 
or injury or during the becoming aware phase. Those participants who 
received a diagnosis of illness such as cancer or Multiple Sclerosis described 
a feeling of shock. Those that were injured were too ill to feel positive. 
Feeling positive seemed to emerge later after they had though about their 
experience. Interactions with others also helped to develop positive feelings. 
For some participants, their determination to protect their families encouraged 
them to be positive. 
6.3.4 Recognising the ups and downs 
However, despite their best efforts, participants indicated that it was unrealistic 
to expect themselves to remain optimistic and positive all of the time. All of 
the participants indicated that they had days when they felt miserable. The 
process was described of one with times of feeling happy and times of feeling 
miserable. Several participants (Harry, Ralph, Mary and Joan) referred to the 
"ups and downs" of illness and injury. Recognising and accepting that these 
"ups and downs" existed, and were a normal part of illness and injury was 
important for the participants. It was also important that their caregivers or 
significant others were aware that there are inevitable fluctuations in mood 
associated with ill health. 
6.3.5 Failure to limit the boundaries of suffering 
Failure to limit suffering was termed as considering an out and involved 
examining options for escape. The option of suicide was considered as a 
solution for their circumstances, by some participants, and they indicated that 
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they had experienced suicidal thoughts. Arthur commented: "It does go 
through your mind". Suicide was considered as an option for the cancer 
participants if the situation became too difficult for either themselves or their 
families. However, participants commented that things would have to be 
extremely difficult before they considered suicide as an option. Suicide was 
held in reserve as an option for limiting suffering. 
A strong consideration against suicide was the possibility of making their 
situation worse through their attempts as these quotations suggest: 
I might botch the job up (Dick). 
The only reason I didn't do that [jump off the bridge] is because I was 
scared that I'd get up there and I would fall and I'd do myself a worse 
injury rather than kill myself. I was more worried about being worse than 
being dead. But then, at that point of time, I thought the only way out 
really was to do away with myself (Mary). 
A further thought that prevented them from suicide was that their death would 
cause even greater grief to their families. One participant commented that she 
had made definite plans to end her life. She had even set a date and 
gathered the drugs that she intended to use. At the last moment she changed 
her mind because she considered the effect that finding her body would have 
on her family. 
6.3.6 Summary 
Boosting enabled the participants to live with their conditions but it also 
ensured social support which made day to day living more bearable. Boosting 
involved social comparison processes whereby the participants undertook 
active strategies to make themselves feel better by considering how their 
circumstances could be worse. Boosting also included the efforts made by the 
participants to be positive and constructive in their circumstances. 
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6.3. 7 Conclusion 
This chapter has discussed the three principal strategies: protecting, modifying 
and boosting that participants used to limit the boundaries of suffering. These 
strategies were used to manage the unbearable aspects of illness, described 
in Chapter Four, and throughout the different phases of the progressive model 
of bearing illness and injury as described in Chapter Five. Certain strategies 
lent themselves particularly to different phases but all of the strategies were 
used throughout the process. The literature that is applicable to the these 
three principal strategies: protecting, modifying and boosting is interrelated and 
is discussed in this section. 
A major issue for the participants was the manner in which others reacted to 
them. Reactions of others influenced how the participants managed their own 
reactions and the degree to which they felt comfortable in seeking assistance. 
Of the problems that participants experienced, being dependent was one of 
the most unbearable aspects; dependency meant that others had to be relied 
upon for assistance. Being forced to rely upon others influenced the usual 
reciprocal patterns of interaction, made participants feel vulnerable in their 
interactions and increased the burden of illness. Protecting strategies were 
implemented to guard oneself from further harm. 
According to Taylor, Wood and Lichtman (1983), the perceptions of others are 
important, as persons who have suffered illness, injury or been victimised by 
crime or other circumstances feel a loss of control and a loss of self-esteem. 
Feelings of victimisation are accentuated by non-supportive societal attitudes 
and there is a stigma attached to many illnesses and disabilities (Goffman, 
1963; Wortman & Dunkel-Schetter, 1979; Sontag, 1979; Taylor, 1983). Taylor 
et al. (1983) suggest that victims are frequently blamed for causing their own 
problems and are often treated with disdain. Having experienced these 
reactions, individuals attempt to minimise social contacts, to retaliate, or, 
according to Taylor et al. (1983), compare themselves to others. An 
unfortunate by-product of becoming a victim is that individuals react to 
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themselves as they would to another victim, which is, according to Taylor et 
al. (1983), with aversion and possibly pity. This negative feeling about oneself 
means that the protecting strategies discussed earlier in this chapter, which 
are releasing, protecting oneself from others and attempting to make meaning 
of the situation, are employed. Negative feelings about oneself may result in 
social isolation, a lack of desire to mix with others, acute feelings of being 
different or feeling that one is not a normal person. Several disabled 
participants made comments that indicated that they believed there was a 
"them" and "us" aspect to their interactions with others. As an illustration, Joe 
referred to able bodied people as "uprights". This feeling of "them" and "us" 
was described by the participants who suffered from cancer. 
It is understandable that individuals learn to protect themselves from further 
suffering particularly if this suffering is caused by interactions with others. 
Society does not tolerate public displays of grief well. Over time a sufferer 
develops an awareness that others can become intolerant of grief, so the 
affected individual learns to hide his or her true feelings to retain social 
support (Wortman & Silver, 1989; Laskiwski & Morse, 1993). The need for 
public support may mean that the individual is forced to become isolated or 
grieve in private, while maintaining a public facade of controlling distress. A 
considerable amount of energy is channelled into maintaining public displays 
of adjustment. Some literature also notes that it is not always possible to 
maintain this facade; outbursts can and do occur or social unacceptable 
strategies are employed to cover true feelings (Laskiwski & Morse, 1993; 
Dewar & Morse, 1995). Participants indicated that despite the advantages in 
being positive and optimistic, it was not always possible to be so. When they 
experienced emotional outbursts, strategies had to be developed to maintain 
social support which included compromising on their part. Participants felt 
that the normal reciprocal exchanges with others were hampered when they 
preserved social support by compromising normal exchanges. 
The advantages of social support in alleviating the stress associated with 
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illness and maintaining health status has been extensively examined. Social 
support provides instrumental aid, financial aid, advice and emotional support. 
However social support has a dual nature, it has been found both to lessen 
and to increase the burden of illness (Revenson, Schiaffino, Majerovitz & 
Gibosfsky, 1991 ). As was found in this study, family can provide assistance 
but the participants became concerned about how their illness affected their 
families. Strategies undertaken by persons in ill health to protect themselves 
are not extensively described. Reiss, Gonzalez and Kramer (1986) refer to 
exclusion strategies practised by both the family and the dying individual. 
These strategies are designed to protect the family unit from further disruption, 
but leave the sufferer feeling alone and isolated. 
A different example of protecting is the buffering response discussed by Morse 
and Johnson (1991 ). These authors describe efforts undertaken by family 
members to protect the sufferers from further pain. However if this buffering 
is excessive the sufferer's stress is increased, as they are so well protected 
that their interactions with the outside world become limited. 
Nurses have been identified as a source of social support for clients but 
participants indicated that, at times, they had to negotiate their interactions 
with nurses carefully, as they did not wish to offend them. Participants were 
also cautious in their interactions even when nursing care was given in the 
participant's own home. Reciprocity has been identified as a factor in nurse-
patient interactions (Gilbert, 1993) and in relations between caregivers. 
Recent studies on breast cancer clients suggest that clients want social 
support from nurses and that a positive attitude and friendly behaviour were 
important features of nurse-client interactions (Suominen, Leino-Kilpi & 
Laippala, 1995; Galbraith, 1995). Demonstrations of concern were more 
important than informational needs in these studies, but information was 
important. Thorne (1993) has illuminated, in depth, the difficulties experienced 
by individuals in negotiating the health care system. She comments that 
clients feel a sense of betrayal when health care professionals demonstrate 
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a lack of concern and a lack of knowledge. 
Some of the difficulties in bearing illness and injury, according to the 
participants were the expectations of others that the participant should endure 
suffering. The duality of social support meaning was clear from this research 
as the participants described their efforts to protect themselves from others 
and to adjust their behaviours to maintain social support. 
Although modifying involves learning skills and strategies over time, literature 
suggests that time alone is unlikely to promote adjustment (Wortman & Silver, 
1989; Elliot, Witty, Herrick & Hoffman, 1991; Crisp, 1992). The literature on 
spinal cord injury suggests the relationship between time since injury and the 
amount of distress experienced is not significant; the distress that individuals 
experience is related to recent or concurrent stressful life events. Perceived 
control and satisfying social contacts were predictors of adjustment for spinal 
cord injured patients (Schulz & Decker, 1985; Crisp, 1992). The findings of 
this research, that the most difficult aspects of illness or injury to bear were 
dependency, distressing others and lack of freedom, are supported by the 
literature. The importance of satisfying social contacts explains, to a degree, 
why the participants in this study initiated protecting strategies to maintain their 
social support. 
The view on boosting that emerged from this study may be seen to be similar 
to both the literature on reality negotiation and, as discussed in Chapter 
Seven, as a strategy to be optimistic. According to Elliot et al. (1991 ), reality 
negotiation is an adaptive cognitive process that is used in both everyday and 
traumatic situations. The process of reality negotiation involves developing or 
maintaining a positive image of self even if the reality of the image is not 
desirable. Elliot et al. (1991, p. 609) define reality negotiation as "any strategy 
that serves to maintain positive beliefs about the self under conditions 
threatening to the self." These authors attribute this definition to an 
anonymous reviewer. Other authors agree and suggest that developing and 
191 
maintaining a positive view of self is more desirable than accurate information 
about self (Taylor & Brown, 1988; Ersek, 1992). The importance of 
maintaining a positive image of self was apparent from this research because 
all of the participants made positive comments about themselves despite their 
circumstances. 
Earlier work suggested that accurate perceptions were necessary components 
of a healthy personality and that people desire accurate information about 
themselves (Jahoda, 1958). Currently, it is believed that people use self-
enhancing and protective behaviours to maintain positive illusions about 
themselves instead of seeking accurate information that may damage these 
illusions (Snyder, 1989). This process of maintaining a positive image of self 
has been found amongst persons who have experienced traumatic accidents 
(Bulman & Wortman, 1977) and cancer (Taylor, 1983). As these strategies 
are believed to operate in ill or injured persons, it is understandable that this 
process would be found in the participants in this study and this was certainly 
found. 
One of the critical findings of this research suggests that strict stages of 
adjustment do not occur, but that feelings modify over time and as the 
participants are able to manage their situations. The participants indicated 
that they adjusted to their situations according to their own time schedule and 
this time schedule was not predictable. Their situations were in a constant 
state of flux. Knowledge and information about their condition was desirable 
when they wanted it, but it was of limited value until they were able to 
incorporate the information into their own belief system. 
Marge's comments summarise the experience of bearing illness and injury and 
preserving self most effectively: 
OK first of all, when you find - this is you - there is the shock, disbelief to 
. a degree. Then you have realisation it is me! And it is going to happen. 
And then you -then it actually happens, and there is no time to kid 
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yourself otherwise. It is gone, then you mourn for the loss of a breast for 
however long. Then I think you have to say, "OK, it was there now it is 
gone". Maybe I'm lucky. Maybe I'm lucky I played 36 holes of golf 
because I would never have felt that lump and it was big. I do some self-
examination. Maybe there was a reason for all this happening the way it 
did. If it had gone on for another 6 months I wouldn't be this lucky. So 
see one step at a time, then maybe look at the brightest aspect of a thing 
(Marge). 
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CHAPTER SEVEN 
THEORY OF LIMITING THE BOUNDARIES OF SUFFERING 
7.0 Introduction 
This chapter describes the theory of limiting the boundaries of suffering as 
developed from this study. This chapter also describes the relationship 
between this theory and relevant theories from the literature. To be consistent 
with the literature read prior to commencing this research and as outlined in 
Chapter One, particular reference will be made to coping theory. Reference 
will also be made to the relationship between limiting the boundaries of 
suffering and the descriptions of unbearable incidents described in Chapter 
Four, the trajectory of illness and injury described in Chapter Five and the 
principal strategies described in Chapter Six. 
7.1 Limiting the boundaries of suffering 
As discussed in Chapter Three, limiting the boundaries of suffering met the 
criteria of a core category as described by Glaser (1978) because all the other 
categories revolved about this category and it explained most of the action and 
the variance in the data. Limiting the boundaries of suffering enabled 
participants to survive their present circumstances by setting the parameters 
to their suffering. These parameters focused the sufferer on considering that 
his/her situation could be worse. By focusing upon worse situations the 
present was made tolerable. Limiting the boundaries of suffering also involved 
developing strategies to limit suffering by protecting themselves from further 
pain, modifying the circumstances and boosting their self-esteem. 
In this study, the context in which suffering occurred began with the 
description of the unbearable aspects of illness and injury as outlined in 
Chapter Four. From these descriptions, it is apparent that individuals are 
f~rced to manage many problems that are difficult, and are often of an 
unrelenting nature. The basic social problem the participants faced was to 
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preserve themselves as they continued with their lives despite a reduction in 
physical capabilities, changes in physical appearance or with the knowledge 
that they have a life-threatening illness. The resources with which the 
individuals had to manage their unbearable incidents also varied considerably 
and influenced the strategies that were used. 
Participants used strategies to limit their suffering throughout the experience 
of living with illness and injury. Each of the three phases (becoming aware, 
facing reality and moving forward) of the progressive model of bearing illness 
and injury, described in Chapter Five, contains examples of these strategies. 
As an illustration, from the moment of becoming aware of their problems, 
some participants gathered data to assist themselves while other participants 
felt more comfortable limiting data. Some participants readily shared their 
burdens with other people, by disclosing information about themselves, while 
others limited the amount of information they divulged. The amount of time 
taken to acknowledge to themselves what had occurred, also reflected 
different ways of limiting the boundaries of suffering. 
As a further illustration, facing reality demonstrated participants' attempts to 
confront the limitations and the implications of their illnesses and injuries. 
Although this phase was traumatic for some individuals, there were positive 
aspects particularly for those who were disabled. By facing reality, participants 
were able to give up some of their unrealistic expectations. This, in turn, 
decreased their agony about their limitations as they were then able to look 
for satisfaction in the activities that they could perform. Facing reality meant 
that, although some aspects of suffering were lessened, it still continued. For 
those with life-threatening conditions, indications of facing reality were different 
from those of the disabled participants. Facing reality did not necessarily 
mean that suffering decreased, instead it indicated that participants were 
prepared to make realistic plans about their future. Planning enable them to 
reclaim some of the control, lost during the frightening situations that they 
were facing. 
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The phase of moving forward indicated that, having faced reality, participants 
continued on with their lives; although it was possible to continue on with life 
and not face the reality of all aspects of the situation. Moving forward meant 
having to make modifications in attitudes and behaviours to limit the 
boundaries of suffering because maintaining some of the previous behaviours 
and attitudes was painful and, at times, was destructive. The principal 
categories of protecting, modifying and boosting, as described in Chapter Six, 
were also strategies to limit the boundaries of suffering. Failure to limit 
suffering was termed looking for an out and is described in section 6.3.4. 
Protecting was developing strategies to minimise further pain by protecting 
oneself from others or selecting some manner of fighting back. Modifying 
involved changing oneself to fit the circumstances and to adapt to the situation 
by learning skills to manage oneself and others, and changing personal 
expectations. Boosting was a powerful strategy that gave the individual a form 
of self-generated self-esteem. Using boosting strategies, particularly 
comparing oneself to others, demonstrated an important effort to view 
themselves as individuals who were able to manage. 
Limiting the boundaries of suffering meant that despite some of the horrific life 
circumstances endured by the participants they were still able to bear their 
circumstances. They controlled the amount of suffering by holding the worst 
situation in reserve. This process suggests that participants had considered 
the possibility that their own situation could worsen, or that their present 
situation could have been worse, and commented that they would not be able 
to bear those circumstances. However, when worse situations did occur, it 
appears that participants were able to muster the courage to manage. This 
suggests that although participants state that there is a limit to how much they 
can bear, this limit is flexible and moves to accommodate the situation. The 
data suggested that there was a time after which individuals do not consider 
that their circumstances could worsen, in fact it has become worse, and they 
simply endure each day. As Fred states: "How do I bear it? I don't, I simply 
live day by day". By selecting how to view the future or by selectively viewing 
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only certain aspects of one's circumstances, individuals are able to endure the 
present. 
The circumstance that was frequently considered as being worse would be not 
to have family or significant others. Families provided a buffer against the 
traumas of the illness or injury by being an important source of emotional 
support, as well as providing considerable assistance in meeting physical 
needs. Families also provided a major incentive to survive particularly 
traumatic times. However, family support was not without cost as was 
discussed under the category of protecting (see section 6.1 ). Participants 
were concerned about burdening their families and had to employ strategies 
to ease the burden upon others. Although helpful, family support was not 
considered absolutely necessary; one participant chose to isolate herself from 
her family because of conflict that was not related to her condition. 
Participants without families commented that they were able to survive and 
had learned how to be independent although they believed that their lives 
would be better if they had family support. Despite the importance of family 
support all participants recognised that bearing the condition was their 
responsibility. 
Therefore it appears that whatever the circumstances, participants engage in 
active processes to limiting their own suffering. Although individuals may have 
a serious, even life-threatening disease, participants indicated that it could 
have been worse and are able to describe those circumstances. In difficult 
situations, strategies are undertaken to protect themselves from further pain 
and, if possible, changes are made in their situations or they learn to modify 
their expectations. The most active strategy appears to be boosting. This 
strategy is a means of generating improved self-esteem which involves looking 
for the positive aspects and developing feelings that one is advantaged, 
relative to others. The combination of these strategies makes the present 
situation more bearable. 
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7.2 Comparisons to the relevant theoretical literature 
According to the methods of grounded theory as outlined in Chapter Two, 
following the identification of the core process and outlining the theory, it is 
necessary to make comparisons with the existing literature. The purpose of 
this comparison is to describe where the findings confirm, extend or refute 
existing theories. Literature has been integrated throughout the findings of this 
research and expanded upon in the conclusions of Chapters Five and Six. 
There are a number of theories that could have been used to make 
comparisons to the findings, for example, control and various models of 
psychosocial adaptation. However, these theories did not appear to be 
relevant to the research findings. The general theories that were appropriate 
to compare to the findings were: Lazarus and Folkman's (1984) theory of 
cognitive appraisal, Taylor, Wood and Lichtman's (1983) theory of selective 
evaluation, social comparison theory (Festinger, 1954; Wills, 1981) and 
attribution theory (Wong & Weimer, 1981 ). Each of these theories is 
considered in the light of the findings from this research. 
7 .2.1 Coping theory 
As briefly outlined in Chapter One, Lazarus and Folkman's (1984) transactional 
theory of coping states that stress is defined as: "the relationship between the 
person and the environment that is appraised by the person as taxing or 
exceeding his/her resources and endangering his/her well-being" (Folkman, 
1984, p. 840). A key aspect of this theory is the appraisal process which 
occurs when an individual encounters a stressor. According to this theory, it 
is the process of appraisal which determines the amount of threat an individual 
perceives from a stressor and appraisal is influenced by a number of internal 
and external factors. Appraisal is differentiated into primary appraisal which 
involves making an assessment about the degree of harm, threat or challenge 
involved in the situation, and secondary appraisal which follows primary 
appraisal. During secondary appraisal, the individual assesses their available 
resources to manage the stressor. After secondary appraisal, re-appraisal 
occurs as the individual reconsiders his/her ability to manage the stressor in 
199 
light of their available resources. Following re-appraisal, coping strategies are 
employed to manage the stressor. 
It is usual, according to Lazarus and Folkman's (1984) theory, to differentiate 
coping strategies into two major types; namely problem-focused and emotion-
focused strategies. Problem-focused strategies attempt to manage the 
problem(s) whereas emotion-focused strategies attempt to moderate the 
emotional response. Emotion-focused strategies tend to be used more 
commonly in situations that are not open to change. These strategies are 
generic and therefore would be similar across a number of situations, whereas 
problem-focused strategies are situation specific and used in situations that 
are perceived to be changeable (Folkman & Lazarus, 1988; Sutton & Murphy, 
1989). Both forms of coping strategies, according to these authors, are used 
by individuals in stressful situations. Problem-focused coping includes 
confrontation and planned problem solving whereas emotion-focused coping 
includes distancing, escape-avoidance, self-control, accepting responsibility, 
positive re-appraisal and social support (which has problem and emotional 
based implications). A third major type of coping, cognitive coping, has also 
been identified and is considered a means of changing the meaning of a 
stressor (Pearlin & Schooler, 1978). Jalowiec (1988) has idenitifed palliative 
coping which is similiar to cognitive coping. 
Numerous strategies that have been termed coping strategies in previous 
studies were used by the participants in this research as they attempted to 
address their problems related to illness and injury. In the process of 
developing the grounded theory, many of these strategies were subsumed into 
the major categories. To enable comparisons to coping theory and coping 
literature it is necessary to indicate the similarities and differences between the 
major strategies used to limit the boundaries of suffering and those found in 
previous research. Each of the major strategies of the theory of limiting the 
boundaries of suffering, which are protecting, modifying and boosting will be 
discussed in relation to coping theory. 
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Protecting strategies were used to decrease the possibilities of further harm. 
Both the WOC instrument (Folkman, Lazarus, Dunkel-Schetter, Delangis & 
Gruen, 1986)and WOC-CA (Dunkel-Schetter et al., 1992) have included an 
item about keeping others from knowing how bad the situation is. However 
this item on those questionnaires was considered a controlling strategy not a 
protecting strategy. The term protecting is not apparent from this researcher's 
review of the literature but items that were similar to the sub-categories of 
protecting are termed distancing and /or escape-avoidance items on other 
coping instruments (Folkman et al., 1986). Use of the terms distancing and 
/or escape-avoidance would appear to lend a negative connotation to 
participant's desire to limit their suffering and are limited in describing the 
sufferers' interactions with others. Whereas protecting, as outlined in Chapter 
Six, encompasses interactions with others as well as the benefits of emotional 
releasing. Ahlstrom and Sjode (1994) in a study of Muscular Dystrophy 
sufferers identified secretiveness as a coping strategy that has some 
protective aspects. Secretiveness means that the individual conceals the 
illness from other people but does not deny the illness to themselves. Thus 
it would seem that understanding the extent to which sufferers protect 
themselves is an important factor in realising how individuals manage illness 
and injury. 
Modifying has a behavioural change aspect and was frequently undertaken as 
a desire to re-establish order or independence. Self-esteem was also 
enhanced by modifying strategies. There were several facets to modifying 
which could be considered as having a problem-focus, an emotional-focus, or 
a cognitive focus. For example, modifying consisted of managing the 
emotional aspects of learning to live with uncertainty, learning to value present 
accomplishments and learning how to interact with others. These 
subcategories are similar to items on coping instruments. However, the multi-
faceted descriptions of modifying suggest, as discussed in Chapter One, that 
attempting to develop taxonomies that differentiate coping into problem-
focused and emotion-focused strategies oversimplifies complex issues. It is 
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difficult to separate the beneficial components of one strategy from another 
(Carver et al., 1989; Lazarus, 1993). The participants' descriptions of the 
ways that they manage their circumstances suggests that a particular strategy 
could have both a problem and an emotional focus and many strategies are 
inter-related. What is critical is not the categorisation, but the determination 
of how sufferers are able to bear their circumstances; this is described in 
Chapters Five and Six. 
The most prevalent strategies were boosting strategies. These appear to be 
cognitive activities that were used to enhance self-esteem and maintain 
optimism. Participants in this research frequently described their efforts to be 
positive and to remain optimistic. Optimistic comments were an unsolicited 
response of the participants as they were not asked during the interviews if 
they attempted to be positive. Previous research has established that 
optimism is one of the frequently cited coping strategies. In a review of the 
nursing literature on coping with illness published between 1980 and 1990, 
Jalowiec found that there were five major ways of coping. These were: trying 
to remain optimistic, using social support, using spiritual resources, trying to 
maintain control and trying to accept the situation (Jalowiec, 1993, p. 70). Of 
these, coping by being optimistic was cited as the most commonly used 
strategy. A number of more recent nursing researchers have also recognised 
optimistic coping strategies as the most frequently used of the coping 
strategies (Kuiper & Nyamathi, 1991; Scherck, 1992, Downe-Wamboldt & 
Melanson, 1995). However other researchers differ and have found self-
reliance (Buelow, 1991 ), and social support to be the most frequently used 
strategies (Redeker, 1992). Buelow (1991) found that optimism was the 
second most frequently used coping strategy. Interestingly, King (1985) did 
not find that positive thinking was used more frequently than other coping 
strategies but optimism remained relatively stable over time. King suggests 
that it was a usual way of coping in a population of clients undergoing cardiac 
by-pass surgery. 
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It was postulated by Jalowiec (1993) that attempting to be positive or optimistic 
is a coping strategy because it enhances self-esteem. Breetvelt and Van Dam 
(1991) suggest one possible explanation for the frequency of optimistic 
responses. According to these authors, the phenomenon of under-reporting 
happens amongst many patient groups because a response shift occurs. This 
means that denial may be greater, and problem solving behaviour may be 
enhanced following the immediate crisis, or that, following the extreme stress 
of being diagnosed with cancer and other illnesses; judgements about ensuing 
circumstances maybe appraised more positively than their circumstances 
actually warrant. This is suggestive of a change in the internal norm upon 
which perceptions are based. Therefore the quality of life actually experienced 
by these individuals may be lower than is frequently indicated on 
measurement instruments, particularly when comparisons are made with 
control groups that do not suffer from illness or injury. Breetvelt and Van 
Dam's (1991) study suggests that people may shift their values as a response 
to adapting to cancer and other traumatic conditions. Describing themselves 
positively was important to the participants. This suggests that developing or 
maintaining a positive image of oneself is an ongoing component of bearing 
illness and injury. It may also suggest that shifting internal norms is a means 
of limiting the boundaries of suffering. 
Social support, the second most commonly used strategy according to 
Jalowiec (1993), was important to the participants, but was clearly found to 
have limitations which included the participants' fears of burdening others. 
This supports the findings of some authors that there is a negative aspect to 
social support (McNett, 1987; Revenson et al., 1991) and further challenges 
the assumption that social support is always positive. Few participants 
indicated that they used spiritual resources, which was the third most common 
coping strategy according to Jalowiec's review. Trying to maintain control did 
not clearly appear but this could reflect the differences in research 
methodologies used in the articles of Jalowiec's review, most of which were 
quantitative research and 70% used Lazarus and Folkman's theory of coping 
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as a model. The fifth most common coping strategy, accepting, appeared as 
a phase in the trajectory of bearing illness and injury, described in Chapter 
Five, more so than as a coping strategy as was found in Jalowiec's review. 
For the participants in this research accepting was termed facing reality, and 
was an important turning point, particularly for the disabled participants, 
because it lessened some of their distress. In the illness and injury trajectory, 
facing reality, meant the implementation of various strategies to modify 
aspects of life that were unsatisfactory. Significantly, these strategies were not 
used until the participants felt ready to do so. Acceptance of the situation 
was ongoing, and feelings of disappointment, frustration and anger remained 
part of everyday circumstances, and were never completely resolved. 
Overall the aspect of coping theory this research supports is that the nature 
of the stressor(s) or most unbearable aspects varies over time. The trajectory 
of bearing illness and injury as described in Chapter Five suggests that there 
are different unbearable aspects at different times. Different strategies are 
used at different times but some strategies are used throughout the entire 
process. For example, some participants implemented protecting and 
modifying strategies at the onset of illness and injury but also used these 
strategies throughout the experience. Boosting strategies were more 
frequently undertaken in the later stages of illness and injury. This supports 
findings of other research that people use a variety of strategies in managing 
stressors associated with illness and injury and the choice of strategy depends 
upon the context (Downe-Wamboldt, 1991; Kuiper & Nyamathi, 1991; Dunkel-
Schetter et al., 1992). Descriptions of these strategies do highlight the efforts 
that sufferers undertake to limit further emotional trauma, to modify their 
expectations and to restore their self-esteem and, of note, these effects are 
primarily self-generated. 
The results of this study suggest that coping instruments have limitations in 
recognising the interactive components between the individual and others. 
The individual's selection of items from coping instruments may be limited by 
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illness and injury as the sufferer may not be able to use strategies, that under 
normal circumstances, would be available. Instruments do not reflect the 
complex nature of the lived experiences of the individual sufferer. 
The appraisal and re-appraisal process which influences the degree of threat 
(Lazarus & Folkman, 1984) felt by the participants, and the resources available 
to manage the threat receives some clarification in the findings of this 
research. The variable nature of appraisal and re-appraisal is described as 
participants indicated that they modified their expectations for recovery over 
time. The participants' ideas about their limits of endurance also changed in 
response to worsening situations. This limit was flexible and they discovered 
that they could endure deterioration. They also constantly appraised 
themselves as individuals that could manage despite some of their horrendous 
circumstances. However, it is important to note that it was impossible to 
sustain this image of being able to bear it and episodes of losing control were 
part of the process. The complicating factor about losing control was the 
danger of exceeding the tolerance limit of others upon whom the sufferer was 
dependent. Fear of losing support made the sufferers modify their behaviour 
and lessened their options to manage their circumstances. 
The re-appraisal component of Lazarus and Folkman's (1984) theory suggests 
that there is examination of the demands of situation in light of the available 
resources. Illness and injury are situations of constant change and the 
personal resources individuals require to manage these changes are 
frequently taxed. For the participants in this research, it was a matter of 
enduring their circumstances as opposed to achieving a cure. Therefore, 
there was constant assessment of the available resources to meet demands 
of the situation and the resource that was most constantly appraised was 
social support. Participants were careful of this resource as they did not wish 
to exhaust this support and it was not seen as infinite. Health professionals 
are an aspect of social support that was identified. Loss of social support 
contributes to greater social isolation, greater distress and increases the 
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burden of illness and injury. This research extends coping theory by noting 
the influence of other people upon the sufferer and the actions undertaken by 
the sufferers to modify their expectations and /or protect themselves from 
others in order to limit their suffering. 
Coping research is also extended by this research by identifying stressors or 
threats from the sufferer's perspective. Werner (1993) calls for nurses to 
determine stressors that the sufferer considerers problematic and not only to 
use pre-set indicators from coping instruments. The unbearable aspects of 
illness and injury as described in Chapter Four outline many examples of 
individual stressors. These varied over time for the same participants and 
between participants with the same condition. Each unbearable aspect should 
be investigated for its interaction aspects and this is noted in the discussion 
in the section entitled: "Directions for future research" (see section 8.3). 
7 .2.2 Social comparison theory 
Festinger's (1954) theory of social comparison states that people desire 
information about themselves that is stable, accurate and objective. However, 
if that information is not available, individuals will affiliate with others to gather 
information and to evaluate themselves. Schacter (1959) extended Festinger's 
theory by outlining that during conditions of fear or stress, individuals affiliate 
with others to determine the appropriateness of their emotional reactions. 
Hakmiller (1966) further extended Schacter's and Festinger's work by noting 
that self-enhancement as well as self-evaluation is a reason for social 
comparison. 
Two types of comparisons have been identified: upward, that is, in relation to 
those who are perceived to better off, and downward, in relation to those 
perceived to be worse off (Wills, 1981 ). Upward comparison provides 
information and can be useful in motivating self improvement; however upward 
comparison can also be dissatisfying, if one becomes aware that others are 
better off (Wills, 1981 ). Downward comparison also provides information that 
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can enhance self-esteem but it can be threatening if this information suggests 
that the situation could become worse (Taylor & Lobel, 1989). If self-esteem 
needs are more important than informational needs then downward 
comparisons are made (Brickman & Bulman, 1977). 
Various valued facets of life, such as: physical appearance, work and social 
roles, and personal relationships, are changed by illness and injury, and these 
changes threaten self-esteem (Mechanic, 1977; Wortman & Dunkel-Schetter, 
1979; Wood, Taylor & Lichtman, 1985). Therefore, individuals under threat 
attempt to improve their self-esteem by comparing themselves with others 
(Wood et al., 1985) and, according to Wills (1981, 1983) this comparison is 
in a downward direction. Use of downward comparison during illness has 
been noted in studies of spinal cord injured patients (Schulz & Decker, 1985), 
rheumatoid arthritis (Affleck, Tennen & Pfeiffer, 1987), breast cancer (Wood, 
Taylor & Lichtman, 1985) and amongst elderly women with poor physical 
health (Heidrich & Ryff, 1993). Comparisons are made on health status, 
coping ability and other resources. 
Recent research has suggested that a key factor in the relationship between 
direction of comparison and the affect produced is self-esteem. Buunk, 
Collins, Taylor, van Yperen and Dakof (1991 ), in a study of cancer patients, 
found that low self-esteem and a perception of minimal control over the 
disease produced negative emotions, when comparisons are made in either 
an upward or downward direction. These researchers also found that persons 
with high self-esteem did not make more positive comparisons in either 
direction than those with low self-esteem but were less likely to feel 
emotionally negative following these comparisons. Gibbons and McCoy 
(1991) found that downward comparisons were made by both low and high 
self-esteem persons, but the response to the downward comparison was 
different between the two groups. Those low in self-esteem appeared to feel 
better after comparing themselves with someone who was worse off if this 
person was perceived to be similar to themselves rather than dissimilar, and 
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a reason could be found that the others were doing better. 
Heidrick and Ryff (1993), in a study of elderly women, found that for those in 
poor physical health, making social comparisons was related to less 
depression, more feelings of personal growth and good relationships with 
others. Aspinwall and Taylor (1993) found that both threat and dispositional 
low self-esteem had to be present for the individuals to benefit from downward 
comparison. However, care must be taken in generalising as this study was 
done on students in an academic situation and not in situations of ill health. 
In contrast, Helgeson and Taylor (1993) found that only 40% of patients 
undergoing cardiac rehabilitation indicated that they compared themselves with 
others. There was no relationship between self-esteem and the tendency to 
compare oneself with those who are worse off nor between self-esteem and 
the tendency to affiliate with those who are better off. 
Social comparison plays a role in coping with anxiety and uncertainty in cancer 
patients and it was certainly used by the participants in this research. 
According to Molleman, Pruyn and van Knippenberg (1986), the need for 
social comparison increases as anxiety increases until a moderate level of 
anxiety is reached. High levels of anxiety decrease the need for social 
comparison and the need for affiliation with fellow sufferers. 
The need to affiliate with others has also been examined as a component of 
social comparison. Studies on cancer (Molleman et al., 1986) and cardiac 
patients (Helgeson & Taylor, 1993) found patients prefer to affiliate with those 
who are better off and avoid those who are worse off. It has been suggested 
that contact with those who are in a better condition can facilitate motivation 
and hope (Taylor & Lobel, 1989) providing that these social contacts do not 
threaten the individuals and providing that a reason that others are doing 
better can be established. For example Helgeson and Taylor's (1993) social 
comparison study of cardiac patients found that those making upward 
comparisons attributed a longer time spent in rehabilitation as a reason that 
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others were doing better. If a reason cannot be established emotional distress 
maybe increased. Those who feel less control over health may experience 
increased negative emotional feelings when they receive downward 
comparison information. Although research supports the contention that 
downward comparisons are made under conditions of threat, the research is 
undecided about the emotional affects of the direction of the comparisons. 
However, there seems to be support for improvement in individual well-being 
from making comparisons. 
For the participants in this research, there was an overwhelming tendency to 
make self-enhancing social comparisons and this strategy was used even 
during the most adverse of circumstances. For example, the participant who 
had a high spinal cord injury commenting that he was lucky he did not get a 
tracheostomy. Of significance, these comparisons emerged spontaneously 
which is similar to the findings of Wood et al.'s (1985) study of breast cancer 
sufferers. Many of these strategies are described in the section on boosting, 
but protecting also had elements of social comparison and so did modifying. 
Participants compared themselves with others on several dimensions, such as: 
their ability to manage their circumstances, their ability to control their 
emotions, their ability to manage health care personnel, their level of interest 
in learning about their condition, and their health status. Comparisons were 
usually made between themselves and persons who were similar to 
themselves and comparisons were almost invariably in a downward direction. 
Affiliation was not clearly described by the participants in this research. 
Participants in this research who reported comparing themselves with others 
may have been attempting to reduce their uncertainty about the manner in 
which they were handling their circumstances. Anguish, uncertainty, loss of 
function and fear are powerful emotional experiences, when coupled with a 
situation that was unlikely to change, it would be imperative to generate 
means of reducing the emotional impact as well as enhancing self-esteem. 
Some researchers (Janoff-Bulman, 1989; Taylor et al., 1983) noted that the 
209 
individual's self-image and feelings of being socially acceptable are threatened 
after a tragedy and redefining oneself positively could bolster a sense of well-
being. As it would seem that the individuals who make downward 
comparisons are likely suffering on at least two dimensions, which are lowered 
self-esteem and threats to their well-being, making downward comparisons is 
important for the well-being of these individuals. 
If self-enhancing downward comparisons are made by persons under threat 
and with low self-esteem, identifying individuals engaging in these 
comparisons may provide an indication of the individuals' feelings about 
themselves. In these circumstances, care should be taken to permit 
individuals to make these comparisons with others if they choose. Situations 
of forced comparison should be avoided. Support groups, often considered 
a form of support, may be threatening to some individuals because of forced 
comparisons. Being compared with others by health professionals was 
identified as one of the most unbearable aspects of illness and injury (see 
section 4.3.1.4). 
7.2.3 Taylor, Wood and Lichtman's theory of selective evaluation 
Taylor, Wood and Lichtman's (1983) theory of selective evaluation appears to 
provide some support from the findings of this study. Taylor et al. (1983) 
identified downward comparison and four other mechanisms of selective 
evaluation which are: i) selectively focusing on attributes that make one 
appear advantaged; ii) creating hypothetical worse worlds, iii) construing 
benefit from the victimising event iv) manufacturing normative standards of 
adjustment that make one's own adjustment appear exceptional (Taylor et al., 
1983, p. 19). Downward comparison has been discussed at length under 
social comparison theory. The remaining four mechanisms are discussed in 
the following section. 
First, by focusing on selected attributes the individual may feel advantaged 
compared with others. As examples, if one has suffered the loss of a finger, 
210 
that person may feel advantaged relative to others who have lost an entire 
hand, or if one has family support he/she may feel advantaged relative to 
those who do not. This mechanism was used by the participants in the study. 
As an illustration, those participants with family support indicated that it would 
be much worse to be without family and compared themselves with others 
whose situations they believed were more difficult. 
Second, if a comparison target is not readily available then the individual may 
create hypothetical worlds or situations whereby they consider that their own 
situation could be worse. In these circumstances, Taylor et al. (1983) 
suggests that the individual has already considered a worse situation and is 
grateful that this situation did not occur. The participants in this study did 
attempt to find situations that were worse than their own. As examples, the 
spin.al cord injured participants spoke of people whose situations were worse 
or described how their own situations could worsen. Some cancer participants 
considered being injured and not able to walk to be a worse situation than 
having cancer and many were thankful that their cancer was discovered as 
soon as it was. 
Third, construing or deriving benefit from misfortune has also been described 
as finding the positive aspects of the experience. Construing benefit was also 
discussed in the literature under finding meaning in a study of spinal cord 
injuries (Bulman & Wortman, 1977) and in burn patients (Andreason & Norris, 
1972). Some participants did find positive aspects from their condition such 
as acknowledging that they had done things with their lives since their illness 
and injury that would not have been possible before. 
Fourth, manufacturing standards of adjustment that make one's own 
adjustment appear exceptional. This strategy involves the victim believing, 
that despite the difficulty of the situation, he/she is handling the situation well. 
This mechanism was frequently used by the participants as they commented 
on other people, who in similar circumstances, behaved in a socially 
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unacceptable or irresponsible fashion not only towards health care 
professionals but towards other people as well. Participants also stated that 
compared with others, either hypothetical or actual persons that they knew, 
they believed they were handling their circumstances very well. These 
comparisons emerged spontaneously during the interviews and were 
described in section 6.3 on boosting. 
Therefore, it would seem that the aspects of Taylor et al.'s (1983) theory of 
selective evaluation are apparent from the results of this study and appear to 
support boosting strategies. As boosting strategies are so important, care 
should be taken to determine methods of preserving or assisting individuals 
to generate feelings that enhance self-esteem. 
7 .2.4 Attribution theory 
Attribution theory was originally proposed by Weimer and associates who 
suggested that individuals attempt to find a cause behind success and failure 
(Wong & Weimer, 1981 ). In studying health and illness, attempts have been 
made to determine the relationship between attributions and adjustment. 
Studies have focused on attribution regarding both why the illness or injury 
occurred and also on "Why did this event happen to me?" Research has 
examined spinal cord injured patients (Bulman & Wortman, 1977), breast 
cancer sufferers (Taylor, Lichtman & Wood, 1984), parents of high risk infants 
(Affleck, Tennen & Gershman, 1985) and heart disease patients (Afflect, 
Tennen & Croog, 1987; Jacobsen, Lowery & McCauley, 1992). In addition to 
seeking the reason that a situation occurred, research has also examined 
finding purpose or meaning in the experience. 
Determining the relationship between attributions and adjustment has had 
inconclusive results. Improvements in adjustment were noted by Bulman and 
Wortman, (1977) who found that all but one of twenty-nine spinal cord injury 
participants had indicated that they had asked themselves "Why me?" The 
person that reported never asking the question was considered to be coping 
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the worst of all the participants. However, reports of satisfactory coping in this 
study were made by the nurses and social workers on a coping rating scale 
and were not the participants' ratings of their own coping. Affleck et al.'s 
(1985) research on parents of high risk infants found that believing that one 
could prevent a recurrence was associated with more positive moods. Neither 
Affleck's et al.'s (1985) nor Bulman and Wortman's (1977) research addressed 
the issue of whether or not attributions changed over time, as both studies 
were done recently after the events. Crisp (1992) has suggested that with the 
passage of the time, the cause of the accident may become less important. 
However for some participants in this study, wondering why was an ongoing 
issue and was not resolved with the passage of time. For other participants 
wondering why was not an important issue. 
In an attempt to address the issue of causal thinking changing over time, 
Jacobsen et al. (1992) interviewed 42 heart attack patients in both the acute 
and convale.scent stages. The intent was to determine if they had ever 
thought "Why me?" Approximately half of the patients at each of the stages 
reported searching for an answer to the question, "Why me?" Patients who 
reported that they had not thought "Why me?" reported less anxiety than those 
who had. There were no significant differences in affect scores which 
measured anxiety, depression and hostility between patients who were able 
to give a specific cause for their heart attack and those who could not. This 
was similar to results by Affleck et a I.'s ( 1985) findings and suggests that 
asking the question "Why?" may not be associated with adjustment. 
In addition to determining cause, seeking meaning from suffering also involves 
finding benefit from the event regardless of the degree of trauma. Some 
strategies that have been used to bring meaning to a tragedy are: 
reconsidering values, interpersonal relationships and life goals (Janoff-Bulman, 
1989). O'Connor, Wicker and Germ ion (1990) report that making meaning in 
life was important for the newly diagnosed cancer patients. 
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Not all participants in this study reported asking, "Why me?" In fact, two of the 
participants indicated that they had never wondered why, although they were 
aware that there were others who did. Some participants indicated that for 
them, asking the question "Why?" was an initial momentary response. For 
some participants, when they thought about how prevalent their illness was 
amongst the general population or when they understood the pathophysiology 
of their disease conditions, asking why was no longer an issue. Other 
participants reported still wondering "Why me?" many years after the 
occurrence of illness or injury. There was no specific relationship between the 
various medical conditions of the participants in this study and those who 
reported thinking "Why me?" and those who did not. 
These findings are consistent with Jacobsen et al. (1992) who found that 
causal thinking was not the initial step in adjustment. The role of attribution 
in adjustment to illness and injury is not established (Turnquist, Harvey & 
Andersen, 1988; Lowery, Jacobsen, Cera, Mcindoe, Kleman & Menapace, 
1992). The making of meaning differs from simply seeking a cause because 
it means finding a purpose in the suffering that enables one to bear his/her 
circumstances and thus to limit suffering. Some, but not all, of the 
participants described renewing their faith, joining groups, leading groups and 
positive changes that resulted from their experiences with illness and injury. 
7.4 Conclusion 
This chapter has described the theory of limiting the boundaries of suffering, 
which emerged as the core category from this research, and related this 
theory to relevant theories in the literature. Limiting the boundaries of 
suffering involves ways of decreasing the suffering by protecting oneself, 
adjusting to the circumstances by modifying or enhancing one's ability to 
manage the suffering by boosting. As the circumstances associated with 
illness and injury are ever changing, individuals must continually use these 
strategies to bear their circumstances. By considering how the situation could 
deteriorate by comparing with to other circumstances individuals are thus able 
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to preserve themselves and limit the boundaries of suffering. At times, the 
limit of tolerance is reached and, during these times, the individual loses 
emotional control and in desperate circumstances considers the option of 
suicide. In summary, each of the relevant theories will be briefly reviewed and 
their relationship to this research discussed. 
Coping theory appears to recognise others as a resource but does not clearly 
describe the influence of others on the strategies used by individuals to protect 
themselves from further harm and to modify their reactions. Boosting 
strategies are used by individuals to be positive and constructive in their 
circumstances. In coping theory, these strategies are termed "optimistic 
coping strategies". The use of these strategies by the participants supports 
the findings of many other researchers that optimistic coping strategies are 
frequently used. The data from this research suggests that optimistic coping 
strategies are used later in the trajectory of illness and injury more so than 
during the phase of becoming aware. 
Participants used social comparison processes to limit the boundaries of 
suffering. Through social comparison the participants attempted to make 
themselves feel better by considering how their circumstances could be worse 
or how, relative to others, their situation was better or they were managing 
their situation better. During situations of threat, social comparison achieves 
two functions: information and self-evaluation. The literature is equivocal about 
the relationship between self-enhancement and direction of social comparison. 
It appears to suggest that for persons with low-self esteem who are 
experiencing threat, making downward comparisons enhances their feelings 
of well-being. Since all of the individuals in this research were experiencing 
threat, the frequent use of these strategies supports this theory in its present 
state of development. 
The theory of selective evaluation further describes the individual's efforts to 
be positive, to minimise misfortune, or to find beneficial aspects in their 
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misfortune and, therefore, in terms of this theory, limit the boundaries of 
suffering. By being selective in the attributes that were compared and 
seeking comparison targets, individuals were able to affirm that, despite their 
circumstances, they were still better off than others or that they were 
managing their circumstances better than others. These comparisons 
emerged spontaneously and were present in some form in all of the 
participants suggesting that they must play a major role in bearing illness and 
injury. This area requires further exploration and is discussed as a direction 
for future research in Chapter Eight. 
Attribution theory seeks to determine both why ill health occurred and to make 
meaning out of the event. The relationship between asking the question 
"Why?" and adjustment has not been established and asking "Why?" was not 
universal among the participants. The participants gave various descriptions 
of making meaning but, again, the relationship between adjustment and 
making meaning was not clear except for the attempts to enhance positive 
feelings. 
In conclusion, the differences and similarities of relevant theories from the 
literature and the theory of limiting the boundaries of suffering have been 
addressed to highlight the contribution of this research to the literature. This 
has set the scene for the final chapter which discusses the conclusions, the 
implications for nursing practice and the limitations of the research. 
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CHAPTER EIGHT 
CONCLUSIONS, IMPLICATIONS, RECOMMENDATIONS, AND 
LIMITATIONS 
8.0 Introduction and chapter overview 
This research sought to discover, by using grounded theory, the means by 
which individuals bear illness and injury. Through in-depth interviews and 
data analysis the research revealed the aspects of illness and injury that were 
the most difficult to bear. The research also revealed the means by which the 
participants sought to manage these complex situations. It is important to 
understand that management of these problems is often accomplished with 
compromised resources. Physical abilities decline, emotional resources 
diminish over time and social support is strained. The experience of suffering 
illness and injury requires fortitude on the part of the sufferer. The findings 
facilitate the development of a greater understanding of the difficulties that 
sufferers endure and of the strategies used to manage those difficulties. This 
chapter presents a brief summary of the findings and the conclusions. The 
implications of the findings for nursing practice are discussed and 
recommendations are made for future research. The limitations of the study, 
along with the limitations of the methods, are delineated. 
8.1 Summary of findings and conclusions 
The experience of bearing the illness begins at the time of experiencing 
symptoms but, according to the participants in this study, the true situation is 
not really confronted until the diagnosis is made. A medical diagnosis 
legitimates suspicions. At this time, the individual moves from what is termed 
the "normal" world and becomes part of the world of the ill or disabled. 
Frequently this means role changes that must also be negotiated together with 
the demands of the illness or injury. The burden of illness and injury 
frequently falls primarily onto the sufferer although significant others are also 
greatly affected. 
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Participants described the process of bearing illness and injury as ongoing 
with inevitable emotional and physical fluctuations. Remissions, if they occur, 
provide time to build up internal resources to manage the situation and permit 
a reprieve from their problems during this time of comparative normality. 
Exacerbations or downward trajectories mean that resources are continually 
expended. 
According to the participants the most difficult aspects are not the medical 
condition itself but, as discussed in Chapter Four, the many intrapersonal and 
interpersonal problems that arise out of the condition. The worst facets of 
illness and injury varied between individuals and within the same individual at 
different points in time. Frequently, participants indicated that they had more 
than one difficult aspect to endure. Often these difficult situations were 
negotiated by the individual unaided, and sometimes with the additional 
burdens of protecting their significant others and protecting themselves from 
the reactions of others. 
The reactions of others were a major aspect of bearing illness and injury. 
These others were considered to be family, friends, strangers and health care 
professionals. When the sufferers became aware that their condition was 
distressing to their significant others, they initiated strategies to ease their 
burden. Supporting others at a time when their own resources were strained 
was difficult, but failure to undertake actions and behaviours that protected 
social support increased their problems. However, not all interactions were 
negative ones as the participants were able cite examples of receiving 
support, assistance and kindness from others. A very troublesome reaction 
was the assumption that living with a condition meant that the sufferers had 
resolved many of their problems and that they were accepting of their 
situation. The expectations of others were that the participants bear their 
suffering magnanimously. When others were not supportive, participants 
indicated that it was imperative to develop skills to manage negative reactions 
and comments. At times it was necessary to avoid those situations by 
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withdrawing or to retaliate by fighting back. 
Enduring the negative reactions of others was particularly problematic when 
these reactions originated from health care professionals. Of significance 
were when health professionals indicated their limited knowledge about the 
ramifications of the sufferer's condition and demonstrated limited ability to 
understand and em pathise with the sufferer. Lack of information, 
misinformation and not being believed were particularly distressing reactions. 
A strict stage model with distinct stages did not emerge from analysis of the 
data, but the participants indicated that their feelings moderated with time. 
The participants' experiences were categorised into phases which are less 
prescribed than stages as they depict flexibility of movement between phases. 
From the experiences of the participants, a description of three major phases 
was developed which were: becoming aware, facing reality and moving 
forward. Becoming aware was a phase that described the onset, immediate 
problems and immediate reactions of the individuals. Facing the reality of the 
circumstances appeared to be a pivotal part of the process. Facing reality did 
not mean that the situation was acceptable to the participants but implied that 
the participants had chosen to bear the reality of their circumstances. Moving 
forward occurred after reality was faced although it was possible to learn to 
live with a situation without facing reality. 
Participants developed a variety of approaches to manage the situation. These 
approaches were categorised in the process of developing a grounded theory 
into major strategies which were: protecting, modifying and boosting. 
Protecting strategies were developed primarily to lessen the burden of illness. 
Modifying strategies were developed to manage the situation. Modifying 
strategies also gave back some of the control that had been lost in the 
process of suffering and helped restore independence. Boosting involved 
attempts to maintain one's self-esteem and involved generating positive 
feelings about oneself despite the difficulties that had to be endured. These 
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major strategies were used throughout the entire experience, although there 
was a tendency to use boosting strategies more commonly in the later phases. 
In conclusion, a core process entitled limiting the boundaries of suffering 
emerged from the analysis of the data that most accurately described the 
actions used by the participants to bear illness and injury. A theory relating 
to limiting the boundaries of suffering suggests that the boundaries of suffering 
are flexible and move to accommodate the sufferers' perceptions of their 
problems in comparison to other circumstances that are considered to be 
worse. These circumstances are either observed by the sufferer in others or 
contemplated as a possibility for themselves. Considering the worsening 
scenarios gave the participants the strength to endure their present situation 
or in terms of the basic social problem identified, to preserve themselves. 
8.2 Implications for nursing 
Several important implications for nurses and nursing emerged from this 
research. These implications arose from three different sources in the data. 
These sources included the clients' discussion of aspects of illness and injury 
that they considered to be unbearable, the trajectory of illness and injury and 
the major strategies. These implications are presented in the following section 
along with the suggestions for improvements in nursing practice. 
Understanding the aspects of illness and injury that clients consider to be 
unbearable is vital to improving nursing practice. These aspects were varied 
and strongly indicated that there can be discrepancies between the clients' 
experiences of difficult aspects and the health care professionals' beliefs about 
the clients' difficulties. According to the participants in this research, one of 
the most distressing aspects of illness was not being believed by health care 
professionals. Not being believed can make the participants doubt 
themselves, which in turn, increased their emotional distress. When health 
care professionals disbelieved the participants' symptoms, an adversarial 
relationship was fostered. This adversarial relationship meant that clients may 
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not have felt at liberty to express their concerns to health professionals for fear 
of upsetting their caregivers and compromising their care. 
Dependency was another unbearable aspect for two principal reasons. One, 
dependency limited personal autonomy in activities of daily living. Second, 
dependency made the participants feel both devalued and vulnerable in their 
interactions with others. This feeling made the participants change their 
behaviour towards others and affected the normal reciprocal relationship with 
significant others. 
Many of the physical problems were difficult to bear, such as: pain, fatigue, 
and disfigurement. So too, were the sufferer's own emotional reactions of 
uncertainty, anxiety, anger, frustration and mood instability. These physical 
and emotional problems are frequently constant companions to the individual 
with an illness or injury. The many problems or unbearable aspects are made 
more difficult when the suffering is exacerbated by health care professionals. 
When health care professionals demonstrated a lack of support and revealed 
a lack of knowledge, this led to feelings of mistrust and fear which further 
compounded the participants' burdens. Nurses need to be aware that they 
can inadvertently increase suffering, and need to ensure that their actions are 
supportive of the client. When difficulties develop between clients and nurses, 
exploration of the issues is imperative. A greater understanding of the effects 
of nurses' behaviours upon clients is important and indicates an area requiring 
further examination. 
One of the most difficult aspects of the participants' experiences was during 
the phase of becoming aware and, in particular, finding out about their 
diagnosis. It is important for nurses to be aware that individuals who have just 
received distressing information may be unable to absorb this information. 
Furthermore, time may be required to assimilate the implications and this time 
frame may vary considerably between individuals. Some individuals have an 
immediate awareness of what has occurred and of the implications of their 
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situation but others come to this realisation over time. This awareness may 
be followed, in many cases, by an emotional reaction. Most participants 
stated that their first reaction was shock. Therefore, they were not in a 
position understand all of the implications or to ask the necessary questions. 
Being prepared to support clients who have received bad news is an important 
nursing function. 
From the literature discussed in Chapter Five, it appears that many physicians 
find the imparting of bad news difficult and for this reason may not encourage 
clients' questions and may not share the information from their discussions 
with nursing staff. Hence the nurse is in the difficult situation of needing to 
support clients without having a strong information base. Although the nurse 
may be unable to answer all of the clients' questions, strategies that will assist 
the client should be encouraged. Some examples of these strategies include: 
writing down the questions, seeking support from the client's significant others, 
and asking if the client would like to have someone present during subsequent 
information sessions. Nurses are frequently placed in the position of 
repeating, clarifying and confirming information for the client. As clients may 
feel more comfortable talking to nurses an enhanced awareness of the skills 
and knowledge required to assist clients who have received bad news is 
imperative for quality nursing care. Nurses must also be aware, if possible, 
of the information that the client has been given so that they may reinforce the 
information and advocate on the client's behalf. As the delivery of bad news 
is generally considered to be poorly managed by physicians and nurses, 
discussion of these situations should be a component of preliminary nursing 
education and of continuing nursing education. Delivering bad news also 
indicates an area where collaborative practices between nurses and 
physicians could be improved. 
Hiding emotional responses and information from significant others was one 
protecting reaction described by the participants and used particularly at the 
time of finding out their diagnosis. Without their significant others as a source 
223 
of support, clients may need someone else with whom they can discuss their 
situation. Therefore, it is an important nursing role to determine if clients wish 
to talk to others and to whom clients wish to speak. Respecting clients wishes 
about how much information they want their significant others to have is 
important. 
The issue of facing reality or confronting the implications behind the illness or 
injury is complex, particularly as these participants indicated that managing 
their day to day life improved once this transpired. Facing reality occurred as 
the individual was able to absorb the information, and this was influenced by 
a number of factors such as complexity of illness. The data from the 
participants indicated that knowledge and information about their condition was 
of limited value until they were ready to incorporate this information into their 
own belief system. As there is a time span before individuals are ready to 
acquire information, the client is the best judge of when this should occur. It 
is important to recognise the need for clients to be in control of this aspect and 
to assess their readiness to receive information. 
Although information should not be forced upon clients, attempts should not 
be made to hide the truth. Most participants expressed a desire for more 
information from health professionals and for the information to be presented 
in a manner that was understandable. Nurses can assist by making the 
resources available and by providing access to requested information so that 
the individual can utilise this data as he/she wishes. Emotional support is 
important during this phase. 
As discussed earlier in Chapter Five, information seeking has been postulated 
as a means of gaining control. For those participants who wished to be 
informed about their conditions, knowledge was an important avenue for 
increasing their feelings of control and improving their morale and self-esteem. 
For the individuals who wanted information, not being able to readily obtain 
this information was traumatic. If information is important, then nurses should 
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be skilled in assessing clients to determine their preferred methods of 
receiving information. Some individuals prefer face to face contact and others 
have a preference for other forms of information such as print or videos. For 
those individuals who did not wish to have information, being given information 
and being forced to assume control may be traumatic so the provision of 
support by the nurse is important. It is vital that individuals be assessed for 
the level of information desired and that accessible sources are of information 
are provided in the form that the client prefers. 
This research has indicated the efforts that sufferers undergo to protect their 
families and in protecting themselves from further suffering through their 
interactions with others. Using protecting strategies at a time when their own 
resources are strained increases the burden of illness and injury upon 
sufferers. Nurses need to be aware that some clients attempt to preserve 
their sources of social support by suppressing their anger at others' behaviours 
and by minimising their requests for help. Encouragment may be needed for 
clients to develop strategies to ask for help in a manner that will preserve their 
perceptions of themselves as worthwhile individuals. 
Social comparison was widely used as a boosting strategy. Literature, 
discussed in Chapter Seven, suggests that, in general terms, those under 
threat and with low self-esteem tend to make self-enhancing comparisons. 
The findings of this research indicate that clients tend to view themselves in 
a positive light. Nurses should support clients' efforts to be positive and 
encourage preservation of their self-esteem. 
The findings of this research suggest that nurses should not indicate to clients 
that they are more fortunate than other sufferers nor should clients be forced 
into situations where they must compare themselves with others. Clients 
should gather information, interact with others, and make assessments about 
other sufferers as they choose. Some individuals are hesitant to join support 
groups, as such groups force sufferers to encounter individuals who are worse 
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off and those who better off than themselves. As discussed previously, seeing 
individuals who are worse off can increase feelings of threat as the sufferer 
sees their possible fate. However, these interactions can be self-enhancing 
if they provide an opportunity to gather information and provide an opportunity 
to make assessments of their own health status relative to others. Nurses 
need to be aware that encouraging sufferers to interact with others must be 
approached with caution and should be guided by the wishes of the client as 
these interactions potentially can be threatening. 
Several participants stated that they had emotional fluctuations. They 
experienced times of happiness and times of misery. Being continually 
cheerful, although helpful in securing social support, was not a realistic 
expectation. Emotional outbursts or times of being distressed were inevitable. 
Unfortunately these episodes may alienate sources of social support which 
may add to the isolation felt by participants. For clients dependent upon 
caregivers, emotional outbursts may jeopardise their care as caregivers may 
retaliate or withdraw their support. Frustration and anger are common 
emotional reactions to illness and injury. Understanding that these emotions 
are normal or expected is important for nurses who are frequently the targets 
of such reactions. Clients need opportunities to vent their anger and concerns 
in an atmosphere that will not jeopardise their sources of support. Participants 
indicated that they requested understanding, not sympathy, and were upset 
by pity and by suggestions that they should be grateful for the care they 
received. 
Families also become targets of emotional outbursts. As families may not 
understand the inevitable mood fluctuations, they may grow angry with the 
sufferer and even retaliate. There is a need for family counselling to enhance 
awareness of sufferers' pain and determine how the families can assist the 
sufferer to manage their distress. Families also need to be aware sufferers 
may hide their feelings or suppress their needs for assistance to avoid 
burdening their families. 
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Throughout the entire experience, sufferers were affected by others, 
particularly by the expectation that suffering should be borne magnanimously. 
According to some participants this expectation is reinforced by the popular 
media and forces individuals to develop the belief that they should be positive 
about their experience all the time. It also meant that some participants 
believed that they could cure themselves if they just tried hard enough. 
Although keeping active and attempting to remain optimistic are considered 
helpful attitudes to have during illness, attempting to cure oneself or to exert 
oneself when rest is much more appropriate can be destructive. Nurses and 
other health care professionals need to be aware of these responses and not 
place their own beliefs about being positive upon clients. 
From the literature discussed in Chapter Seven, the relationship between 
seeking causes and adjustment is not conclusive. However it has been 
suggested that repeatedly asking the question, "Why me?" is an indication of 
distress. Therefore it is important that the nurse assesses clients for these 
feelings. It may be important if a client is going through a phase of asking, 
"Why me?" to seek counselling as harbouring feelings of self-blame can 
increase the individuals' suffering. Understanding the causes of illness and 
accepting that anybody could have suffered the same misfortune lessened the 
suffering of some individuals in this research. Nurses need to be alert to 
these types of reactions in sufferers and to encourage ventilation of feelings. 
As mentioned previously in Chapter Five, the popular concept of stages of loss 
and grieving with strict stages that the individual must pass thorough in an 
appropriate time frame was not supported by the findings of this research. 
There are phases and turning points but these are very individual with respect 
to their occurrence and duration. Furthermore, many different experiences 
happen concurrently. Labelling clients as being in stages such as denial and 
anger should be avoided as such labels carry expectations of acceptable and 
unacceptable behaviours that are appropriate at different times. Labelling can 
also influence care as the expectation is also for the behaviours to change as 
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the client passes onto the next stage. Emotional reactions such as anger, 
sorrow, frustration are common. Rebellious behaviour indicates an attempts 
regain control and independence. These reactions are part of the complexity 
of the situation and continue throughout the experience and do not indicate 
any particular phase. Emotional outbursts and rebellious behaviour should be 
accepted as indications of problems that require consideration instead of 
simply being labelled as inappropriate reactions. 
8.3 Directions for future research 
Several important areas for future research were identified from this study. 
These can be broadly categorised into research related to the nature of the 
experience which includes factors such as age, concurrent life experience and 
type of illness experienced and research into the relationship between the 
sufferer's experience and nursing practice. 
There is a need for longitudinal studies that examine sufferers' reactions at 
different points in the trajectory of illness and injury. These studies should 
determine variations that maybe caused by factors such as age, concurrent 
life changes and even type of illness and disability. There is a need also for 
studies that examine the extent to which sufferers protect themselves from 
further harm and modify their behaviours during their interactions with others. 
Further examination of protecting and modifying strategies would describe the 
experience more fully. As boosting strategies were so prevalent, studies that 
examine how and when these strategies are used, and of factors that promote 
their use would be helpful. A further area of research would be to examine if 
these strategies are used by different populations at different stages 
throughout the lifespan and, importantly, whether these strategies can be 
taught to individuals. 
To address the second research area, which is for research into the 
relationship between the sufferer's experience and nursing practice, the 
descriptive evidence from the participants suggests that sufferers endure a 
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degree of emotional pain and there is a need for ongoing research into 
methods of assessment and research into determining strategies that are 
helpful. 
The nursing interventions that are helpful and those that were not need to be 
examined in light of these different phases of the trajectory of illness and 
injury. As identified in this research the aspects of illness and injury that were 
considered unbearable for clients may differ from the nurses's assessment of 
the unbearable aspects. Therefore there is a need to determine these aspects 
as assessed by the clients. From the participants' comments, the situations 
that were unbearable were those that indicated disregard, disbelief or failed 
to acknowledge the sufferer as an individual. There is a need for research 
into how nurses may inadvertently increase as well as decrease suffering and 
of methods that will develop their awareness in this important area. 
Clients have a need to vent their concerns and, as nurses spend a 
considerable amount of time in direct care, there is a need for counselling 
skills to help support clients who need to express their concerns. The present 
day trend to early discharge from institutions implies that some clients may be 
discharged before they can understand the implications of their situation. This 
indicates that home care nurses will be in a position to encounter clients with 
complex emotional reactions and nurses may require skills in assessment and 
counselling. This area requires further examination. 
Clients may require assistance to develop alternative strategies and 
behaviours when their present strategies are unsuccessful or even risky to the 
client's health. Nurses should research strategies that are most effective for 
clients during difficult circumstances. 
Research is required regarding nursing interventions that can best support 
individuals who have received bad news. Investigation into organisational 
practices that will encourage information sharing between physicians and 
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nurses about clients' prognoses and about strategies to improve such 
practices are needed. Examining factors that will enhance collaboration 
between nurses and physicians would facilitate communication and improve 
client care in this sensitive area. 
An important area for study is the degree to which nurses believe in, and 
adhere to, strict stage models and if these beliefs are superimposed upon 
clients. Such studies would help in ascertaining if clients receive sufficient 
support for their individual reactions or if the expectation is for them to adhere 
to stage models, particularly Elisabeth Kubler-Ross's widely used five stages 
of death and dying. 
8.4 Limitations 
There are limitations related to grounded theory as a methodology and 
limitations associated with the research itself. The limitations of the research 
relate to the variety of illness and injuries experienced by the participants. The 
variation in the sample enables a rich description of the experience of bearing 
illness and injury but the generalisability to particular conditions is therefore 
limited. However, it is important to establish a broad picture of the experience 
prior to examining a particular focus. 
Not all of the participants were in the same phase of bearing their illness, but 
the majority had lived with their conditions for several years. Although the 
range of diseases is broad, each individual added a dimension to 
understanding the phenomenon of bearing illness and injury and enabled an 
examination of many different situations. 
As data were collected both in North America and in Australia there may be 
cultural differences that finer measurements may elucidate although 
differences were not apparent in the data. Data were collected over three 
years which could have influenced the results, however, the process of 
analysis was ongoing and time was required to determine, according to the 
230 
needs of the data, where to sample next. 
The process by which individuals bear illness and injury is extremely complex 
and there are many interacting variables. Despite the attempt to capture each 
individual's descriptions as holistically as possible the participants' stories 
represent only a fraction of their life experiences with their conditions. 
8.4.1 Limitations of grounded theory as a research methodology 
The limitations of grounded theory as a research methodology were discussed 
in Chapter Two. Briefly, the criticisms of grounded theory focus on the inability 
of the data to yield testable hypotheses and that the theory is not verifiable. 
This researcher accepts those limitations as the concepts and links generated 
in this research are broad in their scope and further development of the theory 
of limiting the boundaries of suffering is required before testable hypothesis 
would be developed. However the insights from the rich descriptions in the 
data add to the knowledge in the field of managing illness and injury. The 
findings reinforced the complex nature of the processes that individuals who 
suffer devastating illnesses and injuries must bear. The theory developed is 
a descriptive theory, developed from the individual's perspective which is a 
major tenet of grounded theory. The major constructs were the major 
strategies that indicated how the individuals attempted to limit their suffering. 
The participants' interactions with others were a significant component of the 
theory as it clearly outlined how these interactions both assist and retard the 
participant's attempts to limit suffering. 
Grounded theory, in common with all naturalistic inquiry, is limited because 
humans are used as instruments. The interactions between the researcher and 
the participants produced the data, therefore, verifying it would not be possible 
as a different researcher would produce different data. As discussed in 
Chapter Two, the researcher is part of the research process and emotions and 
values of the researcher effect the research process. The researcher 
attempted to develop an awareness of the effects of her biases and the role 
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they played in the research process by keeping a reflective journal (see 
Appendix A) and by acknowledging these biases in the conclusions. A 
description of the effect of the research process on the researcher follows. 
The process of interviewing provided an opportunity to develop invaluable 
insights into the world of the ill and injured to such an extent that I felt 
changed by the process. Having sufficient time to listen to the individual's 
experiences meant that their concerns became the focus of the interaction as 
opposed to meeting their physical requirements as so often had been my 
priority when practising as a nurse. Through these interviews I became more 
aware of the emotional requirements of clients, and of how interactions with 
health care professionals can both positively and adversely affect clients. As 
a nurse I also developed greater awareness of clients' needs to protect 
themselves and of the actions that they employ to ensure support. 
Development of these insights could have affected the data but the theory 
reflects their stories as enhanced by comparison to the literature. However, 
despite the data being the products of the interactions between the 
participants and myself, an attempt was made to depict the experience of 
bearing illness and injury as the participants wished it to be described. There 
was an effort to search for different cases to illuminate the developing theory, 
whenever possible participants were re-interviewed to clarify and expand 
developing categories and the literature was used to expand the descriptions. 
As an interviewer, I used minimal interference into the participants' 
descriptions but instead attempted to foster an atmosphere where the 
participants would be free to describe their experiences. 
8.5 Conclusion 
This thesis has undertaken an examination of the means by which sufferers 
bear illness and injury. A theory entitled limiting the boundaries of suffering 
emerged following data analysis of in-depth interviews. Through this theory 
and its supporting categories, a clearer understanding of the experience and 
the means by which individuals manage this experience is apparent. It would 
232 
appear from the sufferers' descriptions that the difficult aspects associated with 
their circumstances change over time and that sufferers are greatly affected 
by their interactions with others. Nursing as a practice discipline needs to be 
aware of the extent to which individuals seek to maintain sources of support 
and of their clients' efforts to protect themselves from further harm. This 
clearly indicates a need for nurses to develop strategies that can preserve 
their clients' efforts to limit their suffering. Nurses also need to be aware of 
ways that they may inadvertently increase their clients' suffering and to 
develop methods of becoming aware of such. 
It was interesting to note from this research the efforts that individuals use to 
be as optimisitic as possible and of the self-reliant positive strategies they 
develop. It appears that, despite adversity, the individuals attempt to develop 
a means to bear their misfortune. Through these participants' descriptions, 
hopefully, a greater tolerance will be developed of the situations that 
individuals with illness experience, as, clearly, the expectations of others is a 
powerful influence which, at times, has a major role in increasing instead of 
decreasing the burdens of sufferers. Their descriptions of their experiences 
have enabled implications for nursing practice to be discussed. 
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Appendix A: Excerpt from the researcher's journal 
Journal 
Today I interviewed Margaret, a married mother of three young children who 
has had Multiple Sclerosis for 11 years. She appears to be fairly confident. 
She is mobile via an electric wheelchair. 
She was quite accustomed to telling her story and was very willing. to talk. 
I was conscious at first of not tiring her or upsetting her and that she was 
doing me a favour by answering my questions. I assumed that people would 
not want to talk about their experiences but I found that this was not the 
situation with Margaret. She was quite relaxed in discussing her situation. 
The only time during the interview that she became angr.y was when she 
described that society appeared to assume that disabled persons could not 
adequately care for their children. 
She sat opposite me in her chair and I sat on the couch. What struck me 
was the horrendous difficulties that she had undergone. For me the 
particularly frightening part would have been not being able to swallow. I 
felt a bit of empathy towards her for what she had experienced. The 
comments about the way that people had treated her in hospital were a 
concern. Her story was interesting so it was easy to listen to but after an hour 
and a half I became concerned about tiring her and trespassing on her time. 
Marge 
I felt uncomfortable interviewing Marge, possibly because she was a 
professional woman as well because she did get a bit weepy even though she 
suggested that she was OK. She then interrupted the interview and we had 
coffee with the tape-recorder off. I asked her if she wished to continue the 
interview, reminding her that she did have a choice. She was willing to and 
asked me to ask her some questions. I then asked her to compare bearing 
something to coping with it. 
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Later, upon reading the interview I found I had a tendency to make supportive 
comments, instead of comparative comments, or to ask questions to obtain 
information instead of asking them to describe what they mean. I must be 
aware of this tendency in future interviews. 
Sarah 
Sarah who awaited a pending diagnosis of cancer of the ovary. She was the 
most eloquent of all the respondents so far. She became quite upset during 
the part of the interview where she discussed her husband's illness and she 
cried. I had to interrupt the interview to go and get her more tissues. I think 
that I need to prepare myself for the emotional reactions of these people in the 
future. Although the books seem to suggest to let them talk and to let them 
know that they do not have to continue although most people seem quite 
willing to talk. I think that it may be just having someone different to talk to 
who does not interrupt and, yet, there are no emotional ties to the person so 
they are unlikely to be affected. 
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Appendix 8: The progressive development of the model 
This appendix describes the early attempts to develop the progressive model 
of bearing illness and injury. The final model is briefly outlined in Chapter 
Three and discussed in depth in Chapter Five. The purpose of presenting it 
in an appendix is to illustrate the complexity involved in developing the model 
and of the numerous revisions that occurred as the data was sorted and re-
sorted until the final model was developed. 
The major categories which had been developed from the data were 
formulated into three major phases which illustrated the progressive model of 
bearing illness and injury. The early progressive model of bearing illness and 
injury is illustrated in Figure 8.1. The first major phase, at this stage of model 
development, was entitled being different which described the ways that 
people found out about their condition, how they acknowledged their situation 
to themselves, their immediate response to their diagnosis and how they 
disclosed their condition to others. The second major stage was entitled 
experiencing the loss. This phase described how people responded once they 
developed an awareness of the implications of their condition on themselves, 
their awareness of the effects their illness or injury had on others, their 
emotional responses and how they managed their loss. The final phase, living 
with it, described facing the reality of the unchangeable situation, learning to 
manage the physical and emotional ramifications, and the process of 
developing a public image. This phase also indicated that participants cannot 
always bear the situation and, on occasion, they lose control. 
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Being Different Finding out 
Acknowledging to oneself 
Responses to knowing 
Disclosing 
Experiencing the Loss Developing an awareness 
Noting the effects on others 
Responding emotionally 
Managing the loss 
Living with it Facing reality 
'• 
Learning to live with changed 
circumstances 
Developing a public image 
Losing control 
Figure 8.1 Early progressive model of bearing it 
Revised Model 
When the researcher recognised that presenting the data as a time line did not 
adequately describe what the participants were bearing, the revised model 
was developed. This revised or second model is illustrated in Figure 8.2. At 
this stage, the core category preserving self was considered to be the core 
process. Preserving self was composed of three phases: looking to the future, 
protecting self and living with changed circumstance. Looking to the future 
attempted to capture the notion that the participants held in their minds an 
image of the worst situation that could occur in the future. This worst situation 
entitled holding the worst in reserve was as a way of being positive about the 
present by considering how the situation could worsen in the future. Preparing 
and planning were sub-phases which described the actions that individuals 
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undertook to prepare for the worst. Protecting self, the second phase, 
described the efforts of individuals to lessen the emotional problems 
associated with enduring illness and injury. This category described the efforts 
of the participants to protect themselves from the reactions of others and to 
develop strategies to see themselves as positively as possible. Making sense 
described the response of some individuals to the question of why the illness 
or injury had happened to them. 
The third phase, living with changed circumstances described the everyday 
actions associated with learning to manage the physical and emotional 
limitations. There were three subcategories to this phase which were: learning 
to manage, facing reality and losing control. Learning to manage indicated the 
individual's efforts to learn to mange the health problem i.n daily life. The 
subcategory facing reality described the individual's realisation that the 
condition was permanent. Losing control recognised that it was not always 
possible to manage the situation and, at times, the individuals became 
emotionally upset at their circumstances. 
Preserving 
Self 
Looking to the 
Future 
Protecting Self 
Living with 
Changed 
Circumstances 
Holding the worst in 
reserve 
Planning 
Preparing 
Reacting to the reactions 
of others 
Seeing self positively 
Making sense 
Learning to manage 
Facing reality 
Losing Control 
Figure 8.2 Revised model of bearing it 
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Appendix C: Ethics fonn 
FACULTY OF EDUCATION 
QUEENSLAND UNIVERSITY OF TECHNOLOGY 
INFORMED CONSENT FOR PARTICIPANTS 
PROJECT TITLE: "Bearing it" An analysis of intolerable life changes associated with illness. 
INVESTIGATOR: Anne Dewar RM 607 Health Nursing Kelvin Grove Telephone: 864-3847 
The purpose of this research project is to determine people's experiences bearing 
a difficult health problem. In order to learn about this experience, individual interviews will be 
conducted. Participants will be interviewed at least twice, the interviews will last about one 
hour and will be tape-recorded. During the interviews participants will be asked to describe 
their experiences involved in their health condition. At the end of the interviews the tapes will 
be studied and a report written. The interviews may also be studied again in further research. 
If the tapes are used to answer research questions that are different from the one talked about 
in this consent form, the researcher will obtain ethical approval according to standard 
procedures before beginning such research. 
To ensure that no one will know who you are, the consent form will be kept in a different place 
than the tapes and written reports. All names will be removed from written reports and tapes. 
Tapes will be kept by the researcher. Written information will be identified by a number only. 
Information will be kept confidential. 
I have read the explanation and I------------' agree to be in the study. 
(print name) 
I give permission to be interviewed and for these interviews to be tape-recorded. 
I understand that there may be no direct benefits to me for being in this study 
but the information gained may be of assistance to nurses and other health care professionals. 
I understand that a report of the study may be published which may contain anonymous 
quotes, but my name will not be used in association with the study. 
I understand that I am free to withdraw from the study at any time just by 
telling the interviewer and that I may refuse to answer any questions during the 
interview. 
I have been given a copy of this form and have had a chance to ask any questions and all my 
questions have been answered to my satisfaction. 
Participant Researcher 
Date 
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Appendix D: Aide memoire 
Tell me about your illness from the beginning. 
Was there anything that made it especially difficult for you? 
How do other people respond to you? 
How do you handle frustration? 
How do you bear your circumstances? 
How do you get people to do things for you when you need help? 
Were there times that you felt that you just couldn't bear your circumstances? 
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Appendix E: A brief history of Glaser and Strauss 
Both Glaser and Strauss originally were influenced by two different research 
traditions. Strauss was a student of the Chicago School of Sociology and 
Glaser was originally a quantitative researcher who studied at Columbia 
University (Strauss & Corbin, 1990). Both saw the need for producing 
research that would be beneficial to lay as well as professional audiences 
(Strauss & Corbin, 1990). Strauss (1987) suggests that two major fields of 
thought: the beliefs of American Pragmatism and the Chicago School of 
Sociology, contributed to the development of grounded theory. American 
Pragmatism focused on problem situations and on examining actions in the 
problem solving situation. The Chicago School of Sociology emphasised 
taking the perspective of the individual affected when determining interaction, 
process and change. Data gathering methods used were interviewing and field 
work. These two underlying fields of thought had the following beliefs as 
guides to examining social phenomena, namely that change is part of 
everyday life, the direction of change needs to be accounted for, and social 
interaction and social processes are key features to examine when doing 
research (Strauss, 1987). 
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